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This report presents statistics on residential 
facilities for the mentally retarded and on the residents themselves, 
derived from the Institutional Population Component of the 1987 
National Medical Expenditure Survey (NMES) Part 1 presents an 
overview of the HMES and discusses previoi. efforts to survey persons 
residing in mental retardation facilities. Part 2 summarizes the data 
according to three groupings of facilities: (1) by typo of operation 
(private for-profit, private nonprofit, and public) and size; (2) by 
Intermediate care Facility certification and size; and (3) by size 
alone. Thirty-two tables detail the findings in areas such as 
resident movement, level of retardation, age distribution, activities 
of dailv living, disturbing behavior and moods, medical conditions, 
use of special equipment, and employment status and wages. Part 3 
describes an alternative method of using the population estimates to 
compensate for sample limitations Aiid the resulting underestimation 
of the population of small mental retardation facilities. The final 
part presents a summary and conclusions and notes the relevance of 
the findings to current issues in residential services for this 
population. Ten findings include the following: access to commanity 
living opportunities for the retarded is growing; epilepsy, cerebral 
palsy, and circulatory disorders are the most common secondary 
conditions of residents; prosthetic equipment used varies 
considerably by type of facility; and there are more direct care 
full-time equivalent positions in mental retardation facilities tiian 
residents. (Thirteen references) (DF> 
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Ab$tnGt 



This report presents selected statistics gathered on residential facilities designated as mental 
retardation facilities and on the residents of those facilities as part of the Institutional Population 
Component of the 1987 National Medical Expenditure Survey (NMES). The report Is divided Into 4 parts. 
Part 1 presents general background to and overview of the National Medical Expenditure Survey, and 
of the data available from It. It discusses previous efforts to conduct census or sampling surveys 
representing all persons In residing In mental retardation facilities. It briefly summarizes the dwlgn of 
the NMES Institutional Population Component, limitations evident within its sample frame, and 
of the cautions that derive from these limitations. Part 2 presents statistics on the characterlstkj of 
rpental retardation facilities and of the residents of those facilities from the National Medical Expenditure 
Survey. The data analyzed and reported come from the NMES Baseline (resident) and Facility 
Questionnaires. Data are summarized according to throe recurring groupings of facilities: 1) by 
operation (private for-profit, private nonprofit, and public) and size (15 or fewer and 16 or more 
residents); 2) by ICF-MR certification (ICF-MR certified or not certified) and size (15 or fewe. and 16 or 
more residents); and 3) by size alone (1-6, 7-15, 16-75, 76-299, 300-799, and 800 or iinore resldefjs). 
A brief discussion Is provided on the findings presented In each of the 32 tables Included Irj this 
summarx'. Part 3 briefly examines an alternative method of using the population estimates from NMES 
that may compensate for certain of the limitations In the NMES sample franrw and resulting 
underestimation of the population of small mental reiardatlon facilities to yield a somewhat more realistic 
picture of mental retardation facilities and their residents In 1987. The report ends with a bnef 
"Summary and Conclusions" regarding the NMES study and the relevance of Its findings to current 
Issues In residential sen/Ices for persons with mental retardation and related conditions. 
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Ptrt 1: 

BACKGROUND AND OVERVIEW 



For over a century now the United States government has itself collected and/or has contracted 
with other agencies to collect basic Information on the populations residing in institutions^ for persons 
with mental retardation and related conditions. Government attempts to enumerate persons in mental 
retardation facilities began as part of a notably more ambitious project In the decennial censuses of 
1850 through 1890 a serious, although apparently unsuccessful, attempt was made to count the total 
number of people in the United States who were among the 'defective (i.e., mentally, physically or 
sensorially impaired], deperKtent, and delinquent classes.' However, it was soon reasonably clear to 
those directing the special census that because of reluctance of families to report stigmatizing 
conditions, lack of operational defintions and low public familiarity with specific disorders, the entire 
effort could at best be called Imprecise. Still, the 1880 and subsequent census did show apparent 
success In obtaining statistics on 'Inmates of Institutions,' including 40,942 people in institutions for the 
insane,' 2,429 people in institutions for 'idiots,' 2,158 people In Institutions for the blind,' 5,267 people 
in institutions for 'deaf-mutes,* and 66,203 people in almshouses (U.S. Census Bureau, 1888). 

In 1900 no attempt was made to do a census of 'special classes' in conjunction with the 
national census, and in 1902 further atter?pts to conduct such enumerations were specifically limited 
by Congress to persons residing In institutional settings: The statistics of special classes . . . shall be 
restricted to institutions containing such classes' (House Reports, 1902, p. 48). Studies of the 
institutionalized populations of persons with nr>ental retardation and related conditions have continued 
until the present day- From early housing of the data collection efforts with the Bureau of the Census, 
where they remained through 1946, federal efforts to conduct or fund research on institutional and 
special settings populations have boon passed to a range of agencies focused on specific populations 
(e.g.. the National lnstiti;le on Mental Health), or specific programs (e.g., the Health Care Financing 
Administration), or agencies with more general topical or data gathering responsibilities (e.g., the 
National Center on Health Statistics, National Center on Health Sen^lces Research, or periodically the 
U.S. Bureau of the Census). This disjointed responsibility, in which statistical agencies have focused 
primarily on their own programs, their own Interests, and their own populations, all in their own way, has 
led to particularly significant limitations in the overall coverage, comprehensiveness, coordination and 
quality of statistics on persons with mental retardation and related conditions in institutional or 
alternative care facilities, because no major federal program or statistical agency has this group as its 
primary interest The 1987 National Medical Exper>diture Survey, with its Institutional Population 
Component IrKluding a large sample of persons with mental retardation and related conditions in 
supervised care arrangements represented a significant step in overcoming such problems. 

Recent Researc/i 

Despite the many limitations that can be noted about the federal commitment to data gathering 
on persons with mental retardation and related conditions in institutional settings, there have been a 
number of useful recent sources of national statistics, all conducted or substantially supported by 
Federal government agencies. The most significant and recent of these studies are reviewed below. 



^'Institution' in this report, in congruence with its use in the 'institutional Population Component' of 
the National Medical Expenditure Sun^ey which is the basis for this report, is defined here as a place 
where people live with supervision, care and/or treatment from people other than family members for 
conditions causing functional limitations. 
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C«ntuff Sunny 

Since 1980 three censuses, or complete enumerations, have attempted to include all institutional 
and other residential settings for persons with menta! retardation and related conditions. These were 
the Decennial Census of Population and Housing in 1980, the National Census of Residential Facilities 
(NCRF) for people with mental retardation in 1982 (Lakin, Hill & Bruininks, 1985), and the Inventory of 
Long-Term Care Places (ILTCP) in 1986 (Sin-occo, 1989). These are briefly discussed t)elow. 

Rach ten years the Bureau of the Census conducts the Census on the entire population, 
regardless of resktemia) setting, and publishes data on those living in places that it categorizes as 
Instituttons or nonlnstituttonal group quarters. Sp©clfk: questtons vary somewhat from census to census, 
but always include demographic and bask; housing items. Health questk)ns, if included, appear in the 
"kxig" verskxi of the census form, which only a sam|?le of the popuiatkm is asked to complete. A 
complete enumeration of persons in all types of ia3titutk)ns and special settings is conducted v</ith each 
Decennial Census of Pcpuiailon and Housing. Hcwsver, the purpose of the Decennial Census is 
reappofttonment and statistics covering the entire populatkm. Accordingly, the attempts on the part of 
the Bureau of the Census to .^stematically classify th«j typer of facilities have been less thorough than 
the actual population count. In all the 1980 Census identified almost 50,700 insti itions wi;.. i^bout 2.5 
mSllion residents. The largest single category of both facilities and residents was the 'home for the 
aged* grouping, whteh includes nursing homes and personal care facilities for elderly persons. The 
category *mental ^lOsplials and residential treatment centers* included about a quarter of a million 
people. The count in the 1980 Census of facilities for 'mental handicapped* individuals was 5,410 
facilities aid 149.421 residents. NCRF surveys of facilities for persons with mental retardation 
undertaken three years before and two years after the 1980 Census (i e., in 1977 and 1982) found 
11,025 and 15.633 facilities, respectively, and 247,796 and 243,669 residents with mental retardation, 
respectively (Lakin. Hill, & Bmininks, 1985). While the frequent small size and typical household' nature 
of many group homes for persons with mental retardation may have contributed to this discrepancy, 
they cannot fully account for it. As noted the 1980 Census kientified 5,410 'homes and schools for the 
mentally handicapped.* In the 1982 mail census there were kientified 5,164 facilities of 7 or more 
residents, and even this subset of mental retardation facilities in 1 982 had populations that outnumbered 
the 1980 Census facility populations by 210,481 to 149,421. While the number of facilities' for persons 
with mental retardatkm that are of a typical househokf size and/or nature (i.e., foster family care 
models) may have contributed to undercounting mental retardation facilities in the U.S. Census, other 
factors are obvkHJsly involved. One such factor could possibly be that many mental retardation facilities 
are misclassified as mw.-rtal health facilities, nursing homes, or homes for persons with physical 
handtoaps, although there is no evidence of the greater than expected number of these other facilities 
which would be expected to result from such misclassification. 

The other two general census sun^eys of residential settings for persons with mental retardation 
and related conditk>ns conducted during the 1980s (the 1982 NCRF and the 1986 ILTCP) are discussed 
in some detail in the next section of this paper whtoh describes the methodology and limitations of the 
InstHuttonal Population Component of the 1987 National Medical Expenditure Survey. Therefore, uney 
are only briefly menttoned here. The University of Minnesota conducted a cemos type survey of an 
state licensed, contracted or operated residential facilKies for people with mental retardation in the ( 
as of June 30, 1982 (15,633 facilities). The 1982 NCRF sun/eyed registries of facltitiec constmcted 
within each state which were compiled from (a) state, regional, and county mental retardation progran-< 
licensing agencies, state offices reimbursing contracted services, and other state or regional offic e 
maintaining listings of licensed or contracted provWers, (b) the 1982 Directory of Public Residential 
Facilities for the Merrtally Retarded maintained l)y the National Association of Superintendents of Public 
Residential Facilities for the Mentally Retarded, and (c) facilities sun/eyed by the Center for Residential 
and Community Sendees (CRCS) in its earlier 1977 NCRF sun/ey. As noted above the 1982 NCRF 
counted nearly 244,000 persons with mental retardation in facilities licensed or contracted to serve 
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persons with mental retardation and related conditions. In addition to number of residents, facility level 
data were gathered on resident characteristics, facility administration and costs, resident movement and 
in other areas. The methods and findings of the 1982 NCRF, with some comparative findings from the 
1977 NCRF, can t>e founcJ in the survey's summary report (Lal<ln, Hill, & Bruininks, 1985). 

In 1986, the National Center on Health Statistics (NCHS) conducted a first-time survey called 
the Inventory of Long-Temo Care Places. The contem end approach used for the ILTCP was largely 
based on the National Master Facility inventory, a mail census of nursing and related care facilities, 
periodically updated by NCHS. However, the scope of facilities in the ILTCP was expanded to include 
facilities for persons with mental retardation. The ILTCP was designed specifically as the sampling 
frame for the Institutional Population Component of the 1987 National Medical Expenditure Survey, and 
will be discussed in considerable detail in that regard later in this report. 

Sample Surveys 

In addition to the census surveys since 1980 there have been two sample based surveys 
including residents with mental retardation in different types of institutions have been conducted over 
the years. These include the National Nursing Home Sun^ey and the National Medical Expenditure 
Sun^ey. 

The National Center for Health Statistics has conducted sample surveys of residents of long- 
terni care facilities since 1963. The earlier surveys were known as the Resident Places Surveys (1963, 
1964, and 1969). Later, NCHS initiated the National Nursing Home Survey as an ongoing data 
collectkm system. >t Is based on a facility sample, and a resident sample drawn from sampled facilities. 
The sample frame has been the NatkKial Master Facility Inventory. The Natk>nal Nursing Home Sun^ey 
has been conducted by NCHS three times, in 1973-74, 1977, and 1985. Each of the surveys has 
collected data that describe the facilities and data on a sample of the current residents, which Includes 
typically 125-200 sample members indicated to have mental retardation or a related condition. In 1977 
and again In 1985, the sun^ey included an additk}n3i component that described people discharged from 
the nursing home during the prevtous calendar year, prooiding useful information on the outcomes of 
nursing home stays. Outcomes of discharge included whether sample members returned to a 
community reskjence O-e.. their own homes), or were transfened to another health care facility or 
hospital. 

Although conducted prior to 1980, there are two sample based surveys deserving attention as 
precursors to the National Medk:al Expenditure Sun/ey. In 1976, the Bureau of the Census conducted 
the Survey of Instituttonalized Persons for the Department of Health and fiuman Sen/ices on persons 
in all kinds of instltutk}ns, including those for persons with mental retardation. The sun^ey included 
detailed sample data on persons living in a wkje range of k>ng-tenn care facilities, including nursing 
homes, facilities for children, facilities for persons with physk;al handicaps, facilities for persons with 
mental illness, facilities for persons with mental retardatton, and persons in chronic disease hospitals. 
Data were collected about the institution, sampled resklents, and the resident's family. The sun/ey 
findings have not been widely used, in part because of a significant flaw thiit was discovered in the 
sample frame, resulting in a substantial underrepresentation of persons in mental retardation and mental 
hec^h facilities. However, this sun^ey still represents the most recent data on persons in certain kinds 
of specialized k}ng-term care facilities. 

In 1978-1979 the University of Minnesota conducted a sample sun^ey of 236 public and private 
residential facilities for persons with mental retardation and approximately 2,000 individual residents. 
The 1977 NCRF sen/ed as the sample frame for that study. Detailed data were gathered on resident 
derTK>graphic, functional, medical and behavioral characteristics, programs and services received, daily 
experiences and relationships, and on facility characteristics and costs. The study also gathered 



extensive data on residents In movement among facilities and gathered useful data on persons 
providing care In the residential settings sun/eyed (Hauler, Brulnlnks, Wieck, SIgford, & Hill, 1981). 

The InstltutkMial Population Component of the Natkxwl Medical Expenditure Sun^ey, the subject 
of ^hls report, was conducted In 1987 by the Nattonal Center for HeaHh Services Research (now the 
U.S. Agency for Health Care Policy and Research). It represents the most recent effort to gather 
nation^ data on populations of residential settings for persons wHh mental retardation and related 
conditions. The methodology and Instmments used in this sun/ey are described In some detail 
elsewhere (Edwards and Edwards, 1989). Generally, the National Medteal Expenditure Suivey was 
Intended to respond to the need for national Wormatton on access to medteal care, health Insurance, 
health and disability-related tosses of productive activity, and utHlzatton of and expenditures for a range 
of medtoal care Including physician visits, other medteal provider visits, hospitals stays, and dmgs, 
equipment and supplies. It focused on gathering nationally representative statistics on health care 
llzatkjn and expenditures in the United Stales. It was the third such effort since 1977. The two earty 
tudles. the Natkxial Medical Care Expenditure Suwey (NMCES) and the National Medical Care 
Ullization and Expenditure Sun/ey (NMCUES), were conducted In 1977 and 1980. respectively. The 
1987 NMES sun/ey was similar to these eariier studies in Its gethering of a wide range of health care 
utilization and expenditures data on members of approximately 14.000 households In the United States. 
However, because of the rapidly growing expenditures for care In Institutional and related settings under 
Medicaid and other public and private programs, an 'Institutional Population Component." with large 
samples of nursing homes and mental retardation facilities and their residents were also drawn (3.347 
and 3,618 current residents, respectively). In all during 1987 data were collected on samples of 
persons Irving In about 14,000 private households, 800 nursing and personal care homes, and 700 
facilities for persons with mental retardation. Notably absent from the NMES Institutional Population 
Component were mental health facilities and people living In them. 

In general, then, there have been a range of studies including persons with mental retardation 
and related conditions In Instltuttonal settings In recent years. A nwjor strength of the National Medical 
Expenditure Survey was specifically Its effort to provide comparable data on persons with different types 
of conditkMis In different types of settings. As more of these data become available, the benefits of the 
integrated Inclusion of persons In a range of tong-tenn care settings will undoubtedly prove useful. On 
the other fiand, as discussed in the following pages, the effort to broaden the coverage of settings and 
individuals as represented in NMES also dramatically Increases the challenges of doing so well. 

This report contains only the data obtained in NMES on mental retardation facilities and their 
residents. Its purpose is to provide a summary of the findings obtained on mental retardation facilities 
and their residents in the first phase of the NMES (the only data available at this vising). As pan of 
this analysis, the report also examines certain aspects of the NMES design and sample frame which 
effect the national estimates obtained. 

MeUtodology 

The success of any effort to obtain an unbiased, representative, sample of facilities and their 
residents is dependent on comprehensive klentlficatton of all (or as close to all as poss'ble) facilities in 
the "universe' of facilities of the type being studieo. Because most sample studies attempt to make 
population estimates by weighting sample members by the reciprocal of their proportion of the universe, 
the extent to which the sample frame Includes all facilities of the type being studied (and thereby 
includes their residents), determines the success of efforts to estimate the population. In addition, the 
extent to which exclusions or omissions from the sample frame tends to be disproportionately 
distributed across different subpopulatlons virtthin the universe affects not only the population estimates, 
but also the proportional representation of certain groups which may be of interest. Of course, 
problems In acquiring the universe of all facilities from which an unbiased sample can tie drawn are 
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found to some extent in all sample surveys of long-term care settings and their residents to some 
extent. Given the range of different types of facllKles (from foster care to large Institutions), the different 
levels and types of agencies licensing and monKoring the different settings (from local to state), and the 
variability across states and anrKNig agencies within the same states, it is practically impossible to 
deveiop a sample frame containing absolutely all long-term care settings of Interest. The challenge Is 
to establish one which contains as much of the universe of programs of Interest as is possible. 

The NMES Sample Frame 

The sample frairte of Mental Retardation Facilities In the Institutional Population Component of 
the National Medical Expenditure Survey was the Inventory of Long-Temi Care Places. Uke all sample 
frames K has its ilmrtallons. The most notable of these were: 1) it did not Include the full universe of 
facllKles, and 2) it disproportionately excluded certain types of facilities and, thereby, certain 
subpopulations of residents. The limitations evident in the sample frame of the InstKutional Population 
Component probably can be expected to have had two important effects on the outcomes of the study. 
First, because the sample frame appears not to have included large numlaers of facllKles and residents 
who were in the universe for which information was desired, the samples selected are not weighted so 
as to provide precise estimates of the population of all mental retardation facllKles. SpeclTically, 
because sample members (facllKles and residents) are weighted by the proportion of the sample frame 
they represent, the fact that the true universe of interest (all long-term care facllKles) Is considerably 
larger than the sample frame results in an underestimation of total mental retardation facllKles and 
residents. Second, because the sample frame underidentlfies specific types of facllKles wKhin the 
universe of intetv ^ NMES contains underrepresentation of specific subpopulations of facllKles and 
residents wKhir L: ' Simple. It is relatively easy to Identify the subpopulations of facllKles and residents 
tfvat are underre; 1 1 inted. Unfortunately, K is dIfficuK to say wKh confidence how adiustments might 
be made to conrec; ior these limKatlons, aKhough simple conslderati«-*is of how this might be done are 
provided in Part 3 of this report. Underrepresentation of certain types of facllKles has a direct effect on 
estimations of the size and characteristics of their resident populations, but there are indirect ;oopulation 
estimation problems that may be just as significant. For example, children tend to reside in higher 
proportions in small facllKles than do aduKs. Because small facilKies are considerably less 
comprehensively included in the sample frame than were large facllKles, children make up a 
disproportionately small part of the sample and of the estimated population than is the case In realKy. 
In addKlon, the overall depiction of the residential status of children In mental retardation facilKies is 
probably skewed toward larger, it^Kutlonal settings. 

DetinMon and Identification of Fac/W/at 

The 1986 Inventory of L^ng-Tenn Care Places, whk:h was conducted specifically to provide a 
sample fra^ne for NMES. Specific findings on mental retardation facilKies from the ILTCP have been 
published tiy the National Center on t^eahh Statlstk» (Sirrocco, 1989). For the purposes of establishing 
the sample frame for NMES, the ILTCP served to Identify facllKles primarily serving persons wKh mental 
retardation, verify eligibllKy as a 'mental retardation facilKy*, and to provide statistics on population and 
administrative characteristics of facilKies on which the sample stratification and eventual weighting could 
be teased. 

For the purposes of this study the universe of all niental retardation facilKies of interest was 
defined as: state licensed, contracted or operated living quarters which provided 24-hour, 7-days-a- 
week responsibilKy k 'oom, board and superviston of mentally retarded persons. This definKlon 
excluded househokls providing services to relatives and residential sen/lc9 and support programs in 
which staff did not provide continuous supervision. 
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Conttructlon of th« nglttry, Prior to the actual ■Inverrtoty' portion of the ILTCP, a I'st of 
facilities potentially meeting the definition of a mental retardation facility was constructed using the 1982 
National Census of Residential Facilities for persons with mental retardation of the Center for Residential 
and Community Services, University of Minnesota To that registry of 15,633 facilities were added 
facilities reported tiy states and "relevant associations' In the latter half of 1985, which did not appear 
on the CRCS registry. No known documentation Is available on the number of facilities added to the 
original NCRF-based registry is part of this process, or how those facilities were distributed by type, 
size or state. 

Survying the ngMry (tfie ILTCP). The Inventory of Long-Temi Care Places was a 
simultaneous suwey of mental retardation facilities Identified as described above and nursing and 
related care homes Identified In a similar manner using the 1982 National Master Facility Inventory as 
the base list of nursing and related care facilities. To cojiplete the ILTCP. the Bureau of the Census 
surveyed 56.728 total facilities using a 4-page qur stionnaire that was identical for all facilities. 
Irrespective of the registry from which they were originally Identified. Of these 56,728 facilities, statistics 
reported by staff of the National Center for Health Services Research (NCHSR) (Potter, Cohen & Mueller, 
1987) Indicate that 5,808 could not be surveyed because of Insufficient address or telephone 
information. Inability to lo»;ate or contact Individual names, and the eventual dropping of individual 
nonrespondents. There were 174 direct refusals to participate. Another 5,500 places on the registry 
were not operating as residential facilities at the time of the survey, or residential services were not 
being provided at the specific address, for example. In the case of home offices for groups or residential 
facilities. 

The ILTCP survey outcomes were used by NCHSR to evaluate all 56,728 facilities In the registry 
for their status as a mental retardation facility. This was done according to a set of hierarchical 
decision rules. The process eliminated from the sample frame facilities that were nursing or related care 
homes, duplicate addresses or othenwise out-of-scope. For example, these mles led to exclusion of 233 
facilities not providing full-time supervision and another 434 for having no residents with mental 
retardation at the time of the Inventory. 

Originally, the Institutional Population Component's sample frame was Intended to include all 
types and sizes of mental retardation facility meeting the operational definition. However, during the 
sampling process, ft became clear that the sample frame Included substantially fewer small facilities 
than were Identified in the 1982 National Census of Residential Facilities for persons with mental 
retardation of the Universfty of Minnesota As noted In a NCHSR staff paper on the NMES sample 
frame development (Potter, Cohen & Mueller. 1987). 

A final comparison of the 1986 ILTCP MR universe to the 1982 NCRF 
universe (Hauber, et al. 1984) suggested undercoverage of one and two 
bed MR facilftles by the ILTCP. A likely explanatton is that the very small 
MR facilftles are more likely to dose or move than large facilftles 
(Hauber, et al., 1964). This jeopardized completeness of the frame, so 
one and two bed MR's were deleted at the end of the eligibility 
determination process (p. 9) 

A separate analyses of the ILTCP by NCHS (Sirrocco, 1987) noted procedural differences In the 
surveys that may have accentuated the difference noted above: 

In creating the mailing list for the MR portion of the ILTCP, NCHS started 
wfth a file produced in 1982 by the Universfty of Minnesota's Center for 
Reskiential and Communfty Servtees (CRCS). The 15,000 MR facilftles 
on the file were matched against current state and local directories 
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obtained by NCHS. Due to time constraints Imposod on ttie ILTCP, 
NCHS was unable to contact all local sources identified by CRCS in its 
study. It is believed that most of all places missed would t>e small MR 
facilities (fewer than 16 beds). 

Comp9rt9on of NCHSR Md NCHS Id^ntlflCMtlon of nwntal ntardatlon f«c/W/M. 
Discrepancies existed batween NCHSR and NCHS detemiinations of what constituted a mental 
retardation facility in the ILTCP. This must be expected when confronted with thousands of 'generic* 
residential facilities operating across the country with more than one categorical disability evident 
among the people living there (ji.e., people who are mentally retarded, elderly/disabled, and/or mentally 
III). To exemplify the difficulty in detemiining facility types, NCHSR determined that the ILTCP included 
17,265 mental retardation facilities, 1914 of which had 1 or 2 residents. NCHS on the other hand, 
detemiined that there were 14,639 mental retardation facilities, 1350 of which had 1 or 2 residents. 
NCHSR detemiined that the ILTCP contained 12,914 mental retardation facilities with 3-15 residents. 
NCHS identified 11,353. In short, even once physically located, the detemiination that a place is a 
mental retardation fac<IHy as opposed to some other type of residential setting is often not easily nor 
reliably accomplished. 

Comparfton of utmplo fnme with state nporU. The Center for Residential and Community 
Services at the University of Minnesota conducts annual surveys of state mental 
retardation/developmental disabilities agencies to obtain aggregated statistics on persons with mental 
retardation in residential facilities that are licensed, contracted or operated by states to provide 
residential services for persons with mental retardation and related conditions. The reports gathered 
for June 30, 1986 provide a useful point of comparison for the ILTCP sample frame, which was 
gathered in the first half of 1986. According to states on June 30, 1986, they had a total of 251,908 
persons with mental retardation residing in 29,285 separate mental retardation facilities'. They identified 
2,080 facilities of 16 or more residents (147,719 total residents with mental retardation) and 27,205 
facilities of 15 or fewer residents (104,189 total residents with mental retardation). The NCHS analysis 
of the ILTCP indicated 1,936 facilities of 16 or more residents and 12,703 facilities with 15 or fewer 
residents. 

Com/Mffton of muHlpIo sources. Table 1 briefly summarizes comparative statistics related to 
the completeness of the ILTCP coverage and NMES population estimates. Available analyses of the 
ILTCP (Sin'occo, 1987, 1989) have included only total residents (both with and without mental 
retardation). However, assuming that the proportion of mentally retarded to total residents in the ILTCP 
te similar to that found in the 1982 NCRF (which, as n^ied earlier, was the basis for the ILTCP registry 
of mental retardation facilities), the 14.639 facilities in the NCHS analyses with a total resident 
population of 250,472 would be estimated to house 217,164 individuals with mental retardation (the 
1982 NCRF found 86.7% of the residents of mental retardation facilities were persons with mental 
retardation). Again, using data from the 1982 NCRF, the estimated number of mentally retarded 
residents in small facilities (15 or fewer residents) in the ILTCP would be 89.3% of the total 73,493 
residents, or 65,627 residents with mental retardation. Using the same procedure, residents with ntental 
retardation in large facilities would be estimated to be 85.8% of total residents of mental retardation 
facilities or 151,881 individuals. Table 1 contains four comparative statistics: 1) the findings of the 1982 
NCRF; 2) the estimates of total number of residents of mental retardation facilities from the NCHC 
analysis of the 1986 ILTCP, with estimates of the proportion of total residents with mental retardation 
based on the findings of the 1982 NCRF; 3) state reports of total residents with mental retardation as 
of June 30, 1986; and 4) the population estimates from the 1987 National Medical Expenditure Survey. 
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Tabte 1 : Ck>mp«rison of th« Population Eittm«l#» of th« 
Natioral Mtdlcal EKpondHura Survty with R^latod Studioi 







MR FacilitiM 






R6Aid«nts w/ MR 




Totfl RMid«nt8 


study 


15- rM. 


16-f- rM. 


I2!fi! 


15- rM. 


16-f fM. IqmI 


15- rM. 


16-f- fM. 


ToUil 


1962 NCRF 


13,662 


1,771 


15,633 


63,703 


179,966 243,669 


71,338 


209,704 


281,042 


1966 ILTCP* 


12,703 


1,936 


14,639 


65,627(«) 


151 ,661 (t) 217,506(9) 


73,493 


176,979 


250,472 


1966 Stat« Reports 


27,205 


2,060 


29,285 


104,169 


147,719 251,906 


116,762(*) 


1 72,21 1(«) 


286,993(«) 


1967 NMES Est* 


11,064 


2476 


13,330 


64,936 


153,697 216,633 


69,481 


170,137 


239,619 



« Nof : Sino* towiwwo of tho d«t« tapM UMd In thM« wMlyM*, th« staff ol Iho AB«ncy for HMhh Cm Policy aixJ RsMwch 
(formwV th« NstkMwl Cwitsr lor HMJth SwvIom RMMrch) ttM und«tiJ<«n oxlw^slvo sfforts to ld<Mrtlfy find oomei for fMlllty 
dupUeatkm In tho Invsotocy *' ' onfl-Torm Cm PImm (ILTCP). A rolstivo \V9» tmount of duptiostion wm notwJ In tho ILTCP, 
wf»lc»» MfVMl M Iht sunpU fr*ms for NMES. Bocmjm thMS dupNocUons InorMSMl Iho probsbllHy of obtain facllKiM and 
thwoby owt; Jn rMldMits boing swnpM, Minpio woiglits vws f»compot«l to adjtMt for tho InerMMMj probability of soloctJon 
duo to dup»w*«»loo of faoilltiM In tho sampla frama. Tha rMuWna adjustmants hava raduead tha adimatad numbar of mantal 
ratardation fMiWiM by 7.6% and tha total numbar of paopta living in thoM faelWlM by about 12%. PrMumably tha rMulting 
raduetlon In astlmatM of raaidants viHth mantal ratardatlon and ralatad conditions is aomawhal laM. Thasa rawaightings 
incraaaa fuflhar tha disparity batwaan astimatM obtainad in tha NMES and thoss obtainad from olhar sourcM. 
Statistios toHowad by an '{•)' ara astimatM basad on tha proportion of rasidants with mantal ratardation to total rasldants 
obtainad In tha 1962 NCRF. 



Statistics presented in Jatito 1 show the National Medical Expenditure Survey to provide 
population estimates of persons with mental retardation In mental retardation facilities of 16 or more 
residents which appear ctose to what would be expected given other sources of information. But, with 
respect to smaller facilities substantial differences exist The total number of persons estimated to be 
In small facilities in the NMES Is very similar to the number obtained in the 1982 NCRF. But much is 
known to have changed in residential senrices between 1982 and 1987. In their annual reports to the 
Center for Residential and Community Sen^, states indicated that their small residential facilities 
housed 104,189 people with mental retardation on June 30, 1986. This represents a large increase from 
1982, but one which Is corroborated by the same state statistics showing a large decrease in residents 
of facilities with 16 or more residents. The statistics obtained In the state repotts, the ILTCP, and even 
the NMES population estimates, all indicate large mental retardation facility populations of around 
150,000 or about 30,000 less than 198Z Most of this population decrease took place because of 
people being moved to sinall facilities. Underidentifk^tlon of persons In small facilities was further 
reflected in the differences between ILTCP and NMES estimates of the total poputatk)n of persons with 
mental retardatk)n in residential care (about 218,000) and the total number kjentified in the 1982 NCRF 
(244,000) and the 1986 state reports (252.000). Even including the 1 and 2 person facilities identified 
in the ILTCP, the estimated popuiatkxi of people with mental retardatkMi and related conditions in mental 
retardatkxi facilities in the NMES woukl have been only about 220,000-221,000 persons. This is about 
25,000-30,000 fewer than the other available comparative statistics. (See the note at the foot of Table 
1 for additk>r)al comments on this disparity.) 

In summary then, it is clear that the ILTCP and as a result, the National Medical Expenditure 
Survey substantially undercounted persons with mental retardation. It also seems clear that this 
undercount Is confined to facilities of 15 or fewer resWents. The magnitude of the undircount appears 
to be over 30,000 small facility residents (including facilities with 1 or 2 residents), or in the 
neighborhood of one-third of all small facility residents. 
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Analyzing whether there are any panicular subpopulations of small facilities and residents that 
were systematically undercounted In NMES could k>e accomplished by state-by-state analyses using 
state reports and state-by-state breakdowns of facilities on the ILTCP. It would also be possible to 
hypothesize about effects of the general undercounting and the associated elimination of all facilities 
with 2 or fewer residents from the sample frame. For example, specialized (mental 
retardation/developmental disabilities) foster care settings are underrepresented because they are more 
likely to have 1 or 2 residents. Therefore, children and youth are probably unden'epresented because 
thoy are somewhat more likely to live In specialized foster homes. Still despite its limitattons in the 
representatkm of small facility populations, it is important to stress that the NMES provides much useful 
data on both small and large facilities and their residents, in Part 2 of this report the first available sets 
of these data are presented and briefly discussed. In Part 3 some consideration is given to the 
possibility of ways to use the NMES data to adjust the populatk)n estimates to make them more 
reflective of the known universe of mental retardation facilities and people living in them. 
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Part 2: 



FINDINGS OF THE NATIONAL MEDICAL EXPENDITURE SURVEY 

Part 2 of this report examines the data obtained from the Facility and Baseline (Resident) 
questionnaires on the 'mental retaroation facilities' in the Institutional Population Component of the 
1987 National It^edical Expenditure Survey. These were the only data yet available at the time of these 
analyses. Subsequent data will permit examination of service utilization, costs of services, and other 
aspects of living in long-term care settings. In the following presentations of data, descriptive statistics 
such as percentages and averages are generally used in place of population estimates. This is done 
because of the evidence of sutsstantial underestimation of the population of small facility residents. In 
addition to tables presenting the results of the analyses and discussion of the findings, this chapter also 
includes brief comments on the nature and quality of the instrumentation related to the concepts being 
studied. 

Organization of Anatyft and Tablet 

In these analyses of the 'mental retardation facilKies' in the InstKutional Population Component 
of NMES, three basic facility groupings are used. They are: (1) facility operation (private for profit, 
private nonprofit, and government operated, with size breakdowns of 15 and fewer residents/16 or more 
residents within each type of operation); (2) ICF-MR certification (ICF-MR certified or not ICF-MR 
certified, with size breakdowns of 15 or fewer residents/16 or more residents within each group); and 
(3) facility size (breakdowns of facilities by 'set up bed* categories of 3^, 7-15, 16-75, 76-299, 300-799, 
and 800**^). Numt)er of set up beds was used as the indicator of size because specific facility resident 
population data were not made availat>ie In the NMES publto use data tape. Again it is noted that all 
facilities' of under 3 residents were excluded from the NMES suivey. 

Deacriptive Eatimatea by Facility Grouplnga 

Tables 2, 3 and 4 present breakdowns of NMES populatton estimates for number of mental 
retardation facilities, set up beds, cun'ent reskJents and reskients with mental retardation and related 
conditions for the 3 facility groupings (type of operatkHi. ICF-MR status, facility size). Discrepancies 
between these populatkm estimates and what might be expected based on other data sources were 
noted in Part 1. Again, most significantly, the estimated 64,936 persons with mental retardation and 
related conditk>ns In facilities with 15 or fewer residents was substantially less than the 104,189 persons 
with mental retardatk>n that states reported in 1986 (the year in which the NMES sample frame was 
established). Only a small part of the discrepancy (10% or less) can be attributed to the decision to 
eliminate all the facilities of 1 and 2 reskJents that were in the sample frame. Discrepancies betwef^n 
NMES estimates and state reports of the number of large facilities, private and government operated, 
aid the number of people Uving in them, is much less, and within the normal expectations of differences 
due to sampling. Indeed, had the total resident variable been availak)le for categorizing facilities t)y size 
rather ttian requiring the use of 'set up' beds, the difference between the state reports of 147,719 
persons with metital retardation and related condKk>ns in facilities of 16 or more residents and the 
NMES estimate of 153.619 persons with mental retardation and related conditions in facilities of 16 or 
more residents, would have been even smaller. 

Grouping 1: Facility oparatlon. Tat>ie 2 presents summary statistics on facilities by type of 
operation. The primary limitations in the NMES population estimates are among the private facilities and 
most specifically the small private facilities. The estimated number of such facilities and residents Is 
considerately below the numbers known and reported t>y state mental retardation/developmental 
disabilities agencies. NMES estimates of government operated facilities and large private facilities are 
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generally similar to what states reported for mld-1986, about the time the sample frame was developed 
(Lakin, Hill, White. & Wrigfrt, 1987). 

Qrouplng 2: ICF-MR certlflGMUon ttttu: Table 3 preserrts summary statistics on facility 
groupings by ICF-MR/non-ICF4^R status. The NMES estimates of populations of both large and small 
ICF-MR facilWos are quite similar to the statistics reported by states at the time the NMES sample frame 
was being developed (Lakin et al.. 1987). States reported that on June 30, 1986 they had 20.890 
residents with mental retardation and related condlttons In small ICFs-MR, The NMES estimated 21,077. 
For the same date, states reported 122.925 persons with mental retardation and related conditions in 
large ICFs-Ma The NMES estimated 118.084. As noted before, non-certified facilities appear 
substantially underestimated in NMES when compared to state reports, with almost all of the 
discrepancy being In the smaller (15 or fewer resident) facilities. 

Grouping 3: Fac/% size. Table 4 presents summary statistk^s on facility groupings by size 
(■set up bedsO. Again, the problems with the NMES sample and populatk>n estimation appear generally 
limited to the smaller fadiitles. Whereas NMES estimated that In early 1987 11.054 facilities of 15 or 
fewer resWents had 64.935 people with mental retardatton living In them, states reported on June 30, 
1986 that they had 27.205 facilities vrth 104,189 people living In them (Lakin et a!.. 1987). The 
populatton estimates from NMES indteate that the average size of facilities with 15 or fewer 'set up beds* 
was 5.9 residents. Using state reported data of June 30, 1986, the average size of facilities with 15 or 
fewer residents Oncluding facirltles serving one or two residents, which were excluded from NMES) was 
atxxjt 2.4 residents. 
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Table 2: Faclllly Grouping 1, Facility Operation 







rrivM* rOf rroin 






PrKi*fA Nonprofit 






Publlo 






All FaoilWaa 






15- r«t. 


16+ re*. 


Total 


15- rea. 


16-t- raa. 


Total 


15- raa. 


16-t- raa. 


Total 


15- raa. 


16-t- raa. 


Total 


N of facility 


4,701 


1,019 


5,720 


5,214 


747 


5,962 


1,138 


510 


1,648 


11,054 


2,276 


13,330 


S«t up b«ds 


30,016 


47,196 


77,214 


35,502 


37,349 


72,851 


6,346 


104|099 


113,347 


73,867 


189,544 


263,411 


CunenI rn 


25,629 


44,676 


70,304 


36,050 


31,557 


67,607 


7,803 


93,904 


101,707 


69,481 


r70,137 


239,619 


MFVRCrM 


21,712 


31,919 


59,632 


35,590 


30,237 


65,827 


7,633 


91,541 


99,174 


64,936 


153,697 


218,633 



Nolt . Numtjar of faclWlaa ara walghtad aatlmataa baaad on ttw facility quaatlonnaira data. Facility alza la baaad upon tha numtxwr cf aa« up bada In raporting unit Tt>a total 
facility may ba largar ttian ttw rapoiting unit, although thia la praaumatJiy aatdom tha caaa. Tha numbar of raatdanta la commonly laaa than tha numbar of aat up bada. 
National astlmataa of currant realdanta from tha Baaollna (raaldant) Quaattennalra and 'aat up bada* from tha Facility Quaatlonnaira Indksato tha formar to ba 91.0% of tha lattar. 
Numbar of currant raaldanta Includa raaWanta who do not hava mantal ratardatlon (MR) or a ralatad condition (RC). Numbar of MR/RC raaidanta (utantal ratardatlon and 
ralatad condWona) ara walghtad aatlmataa from tha raaldant baaallna quaatlonnaira. All rafarancaa to MR maan MR/RC. (Jovammant oparatad facllKiaa Includa thoaa oparatad 
by city, county, or atita. Ona 600 bad facility with mlaaing data for 'ownar* waa aaaumad to ba govemmant oparatad. Bacauaa data ara walghtad and roundad to naaraat 
whola numt>ar, aoma totala may not aqual 100%. 



Tabia 3: Facility Grouping 2, ICF-MR Cartlflcatlon Statua 







ICF-MR Cartlfia<1 






Not CartHiad 






All FacilHiea 






15- raa. 


16-t- raa. 


Total 


1&- raa. 


16-t- raa. 


Total 


15- raa. 


16-1- raa. 


Total 


N of facility 


3,330 


904 


4,235 


7,724 


1,372 


9,095 


11,054 


2,276 


13,330 


Sat up tMda 


24,063 


130,580 


154,663 


49,784 


58,964 


106,746 


73.867 


189,544 


263,411 


Currant raa 


21,420 


123,069 


144,509 


48,062 


47,048 


95,109 


69,481 


170,137 


239,619 


MR/nC raa 


21,077 


118,084 


139,161 


43,859 


35,613 


79,472 


64,936 


153,697 


218,633 



Notes. Number of facilities are weighted eetimatee baaed on the facility questionnaire data. FacilKy aize le based upon the number o( aet up beda In reporting unit The total 
facility may be larger than the reporting unit, although this la preaumably seldom the case. The number of resldenta Is commonly less than the number of aet up beda. 
National estimates of current realdanta from the Baseline (resident Questionnaire and 'aet up beds' from the Facility Questionnaire Indicate the former to be 91.0% of the latter. 
Number of current residents Include residents who do not have mental retardation (MR) or a related condHlon (RC). Number of MR/RC reslderrta (mental retardation and 
related conditions) are weighted estlmatea from the resldertt baseline questionnaire. All references to MR mean MR/RC. There are no 800+ bed rvon-ICFa-MR In the aample. 
Based on analysis of their size and operation, facllHles with missing data for 'ICF-MR* were assumed to be not certified. Because data are weighted and rounded to nearest 
whole number, some totals may not equal 100%. 
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Tabto 4: Facility Grouping 3, Facility Slz« 









Number of Residents In Facilltv 










1-6 m. 


7-15 TM. 


1&75 rm% 


7A.90Q rM 


300-799 r98. 


600+ r«B. 


Total 


N of facllHlM 


7,096 


3,956 


1.720 


417 


116 


23 


13,330 


Set up bad« 


33,900 


39,957 


55,794 


53,712 


55,213 


24,825 


263,411 


Currtrrt 
TMldtnta 


30J18 


39,363 


50,711 


46,435 


54,555 


16,436 


239.619 


MR/RC 
realdante 


28,241 


36.694 


40,580 


44,104 


52,487 


16,436 


218,633 



Not— . Numbera of (acilltlM ar« w*lght*d ••tInwtM bAMd on the facility quMtionnalre data. Facility aize ia baaed upon the 
number of aet up beda In reporting unit The total faoility may be lareer than the reporting unit, although thia ia preaumably 
aeldom the caaa. The numfcier of reaidenta la oommonly leaa than the number of aet up beda. National eatimatea of current 
rajidenta from the Baaellne (reaident) Oueationnaira and 'aet up beda' from the Facility Quaationnaire indicate the fonner to be 
91 .OK of the latter. Number of current reaidenta Include reaidenta who do not have mental retardation (MR) or a related 
condition (RC). Number of MR/RC reaidenta (mental retardation and related oondltiona) are weighted eatimatea from the 
reaident baaellne queationnaire. All referencea to MR mean MR/RC. 



Facility Admini»tntiV0 Dat« 

Tables 5 and 6 present basic administrative statistics for ICF-MR and nonoertified facilities by 
type of operation and facility size. The statistics presented on facility capacity, cun'ent residents and 
certified capacity have the limitations discussed above. 

Proportion of Capacity Occupied 

Data from the 1987 National Medical Expenditure Sun/ey indicate occupancy of mental 
retardation facilities to be 90.2% of the maintained capacity of facilities. ICF-MR certified facilities had 
an occuparwy of 92.0%. The nonoertified facilities were 87.5% occupied. Small ICFs-MR reported a 
89.0% occupancy rate; large ICFs-MR an 94% occupancy. Tlie lowest occupancy rates were among 
the large prh/ate non-ICF-MR facilities (78.7%). Facilities of 800 or more residents had by far the lowest 
proportions of their reported maintained capacity cun'ently occupied (66.2%). In fact, although facilities 
of 800 or mote residents had only 9.4% of the total estimated maintained capacity, they had 35.3% of 
the unoccupied maintairted capacity. 

ProporVon of Aet/dentt with Menta/ Ratardation and Ralatod CondHlona 

Based on NMES data, 91.2% of the residents of inental retardation facilities were persons with 
mental retardation and related conditions. Private for profit facilities were most likely to have residents 
who were reported not to have mental retardation and related conditions (23.6% of residents). Among 
non-ICF-MR, private for profit facilities, an estimated 32.3% of residents did not have mental retardation 
or related conditions. 

Medicaid Carttfled Capacity 

According to the Nation?' '<t>^dical Expenditure Survey, mental retardation facilities nationwide 
had a total of 156,735 "beds' certified for Medicaid participation. The Medicaid capacity within mental 
retardation facilities was oveovhelningly concentrated in the ICF-MR program (98.7%). The estimates 
of Skilled Nursing Facility (SNF) and Intennediate Care Facility (iCF) capacities (584 and 1,489 total 
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'beds* respectively) were based on so few sampled facilities Vnsit ihey canrK)t be considered reliable 
estimates of SNF and ICF certification of units in mental retardation facilities. 

The f/ledicaid participation in mental retardation facilities was indicated to be highly concentrated 
in large facilities. About 84% of total (ICF-MR, ICF and SNF) Medicaid certified capacity was estimated 
to be in large facilities, as was 84% of ICF-MR certified capacity alone. Generally speaking, the smaller 
the facility grouping the less likely it was to have its residential capacity certified for M^icaid 
partkHpatkxi. For example, facilities with 800 or more resktonts had 100% of their capacity Medicaid 
certified; those with 300-799 residents were 96.6% certified: those with 76-299 residents were 66.9% 
certified; and facilities with 16-75 resWents were 31.3% certified. The undercounting of small (less than 
16 residents) facilities is confined almost exclusiveiy to small, noncertified facilities whk:h greatly affects 
estimated proportkx) of small facility capacity certified. While the NMES estimated that 3Z6% of small 
facility capacity was ICF-MR certified, and that 32.5% of small facility residents with mental retardation 
and related conditkxis were in ICF-MR units, state reports of small facilities and small facilities with ICF- 
MR certifications fo< 1987 indicated 19.8% to be ICF-MR certified (l^in et al., 1989). 

0/r«ct Can Penonne/ 

Substantial differences were found among facilities in their ratios of direct care personnel to their 
total current 'set up beds.' Generally, HMPJS indicated that there were now more people providing direct 
care natkxially than are receiving it (1.06:t). But given 168 hours in a week and the prevailing 40 hour 
work week, this translated to an average resident to direct care staff ratio of about 4 to 1 at any one 
time. Ratk>s of staff to reskients were highest in the (overlapping) categories of ICF-MR certified facilities 
(1.33:1). government operated facilities (1.48:1) and large facilities (1.18:1). The lowest ratios were 
among non-ICFs-MR (.66:1). private for profit facilities (.61 :1), and small facilities (.72:1). Small for profit 
facilities had the k>west staff to resklent rattos for both certified and non-certified facilities (.60 and .44 
staff members per reskjent, respectively). One factor in these k)wer rattos was the fact that in many of 
the smaller proprietary facilities the owner/operators lived in the ■facility' and were provkJing care and 
supervisktn for conskterably more hours than was indicated by their treatment as a single full-time direct 
care positk)n. Another important factor in the knver rattos was, as will be described later, that the 
reskients of these facilities generally appeared to have less extensive needs for care and supervision 
than dki reskients of other types of facilities. 

Par 0/em Cottt 

A major limitation of the NMES facility data was that costs were coded into 5 broad cost 
categories from continuous cost statistics that were >riginally gathered. The categories created for the 
NMES data and the weighted proportk>n of residents within the facilities of each range were: a) $30 or 
less per day (23.5%). b) $31 -$55 (14.8%), c) $56^ (15.6%), d) $81 -$105 (14.2%), and e) $106 or more 
per day (31 .8%). Based on other surveys (HHI et al.. 1989; White, Lakin. Hill, Wright, & Bmininks, 1988), 
facility costs generally range from $15 to well over $300 per day, so that the extreme data reduction in 
the NMES data files drastically decreased the usefulness of the facility cost statistics. 

ICF-MR certified facilities, regardless of operator or size, were much less likely to be found in 
the k>wer cost ranges (e.g.. $55 per day or less) than non-certified facilities. Among private for profit 
facilities, 83% of residents in non-certified facilities were in places with a daily cost of $55 or less as 
compared with 51% of residents of ICFs-MR Among nonprofit facilities, 64% of residents in non-certified 
facilities and 35% of those in ICFs-MR were in places vt^h a cost of $55 or less. Among government 
operated facilities. 21% of non-certified facility reskJents were in places costing $55 or less per day. as 
compared with an estimated 1% of persons in public ICFs-MR. Conversely, an estimated 65% of public 
and private ICF-MR facility reskients were in places that cost $81 or more per day as compared with 
18% of persons in non-certified facilities. 
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Table 5: Basic AJmlnlstratlve Data by ICF-MR Certification Status and Facility Operation 



Facllitv Operation 



Private for ProfH Private NonProfit Public All Facilities 





15- res. 


16+ ret. 


Total 


15- rea. 


16-f rea. 


Total 


15- res. 


16+ res. 


Total 


15- res. 


16+ res. 


Total 


ICF-MR Certified 




















Total maintelr^ capacity 


7,166 


20,779 


27,967 


13,394 


11,796 


25.189 


3.501 


100.375 


103.676 


24.063 


130.560 


157.033 


Total current reelderrte 


6.264 


18,409 


24,673 


12,153 


12,703 


24,656 


3.003 


69.607 


92.610 


21.420 


123.069 


144.509 


Total MR/RC residents 


6.126 


18,228 


24,356 


11,946 


12,302 


24.246 


3.004 


67.554 


90.556 


21.077 


116.064 


139.161 


Total ICF-MR beds 


7,1B8 


18,409 


25,598 


13,393 


4 4 

11,796 


25.169 


3.501 


100»375 


103.676 


24|063 


123.089 


154.663 


Direct cartt F>sr bed 


.60 


1.02 


^1 


1.06 


.91 


.(79 


1.07 


1.54 


1.53 


.92 


1.41 


1.33 


Per diems by ran^ie 


























$V$30 


29.0% 


13.5 


17.7 


11.3 


23.4 


17.1 


77 


0.0 


0.2 


16.5 


4.0 


5.9 


31-55 


21.3 


51.5 


43.3 


15.1 


20.6 


17.9 


0.0 


0.6 


0.6 


15.1 


10.1 


10.6 


56-ao 


38.7 


27.6 


30.6 


37.5 


20.1 


29.1 


20.1 


12.5 


12.7 


35.6 


15.4 


16.4 


01-105 


0.0 


7.4 


5.4 


21.2 


15.7 


16.5 


35.5 


23.2 


23.6 


16.3 


20.2 


19.6 


106+ 


11.1 


0.0 


3.0 


14.9 


20.1 


17.4 


36.7 


63.5 


62.6 


16.5 


50.3 


45.4 


Not ICF-MR Certified 


























Total maintained capacity 


22,630 


28,786 


51,616 


23,897 


25.554 


47.661 


4.647 


4.624 


9.461 


49.764 


58.964 


108.746 


Total current residents 


19,365 


23,896 


43,261 


23,897 


16.654 


42.751 


4.600 


4.297 


9.098 


48.062 


47.048 


95.109 


Total MR/RC residents 


15,584 


13,691 


29,275 


23,644 


17.935 


41.579 


4.631 


3.987 


6.616 


43.659 


35.613 


79,472 


Total SNF/ICF beds 


427 


745 


1,173 


0 


0 


0 


649 


250 


699 


1.076 


995 


2.072 


Direct care 


.44 


.46 


.45 


.76 


.66 


.83 


.90 


.97 


.94 


.63 


.69 


.66 


Per diems by range 


























$1430 


70.4% 


67,5 


71.1 


42.6 


26.3 


34.2 


22.9 


13.3 


17.6 


55.7 


45.0 


49.5 


31-55 


8.5 


16.7 


122 


30.2 


30.3 


30.2 


30.6 


0.0 


13.9 


19.4 


21.6 


20.6 


56^ 


5.4 


87 


7.4 


13,9 


19.5 


17.2 


0.4 


11>3 


6.4 


6.9 


14.0 


11.9 


61-105 


5.0 


3.6 


4.2 


4.0 


7.6 


6.3 


19.7 


14.3 


16.7 


5.6 


6.4 


6.2 


106+ 


7.8 


3.5 


52 


9.3 


14.1 


12.1 


26.1 


61.1 


45.3 


10.1 


12.6 


11.7 


All FacllHles 


























Total maintained capacity 


30,018 


47,196 


77,214 


35,502 


37.349 


72.651 


6.346 


104.999 


113.347 


73.667 


189.544 


265,761 


Total current recldents 


25,629 


44,676 


70,304 


36,050 


31,557 


67,607 


7.603 


93.904 


t01.707 


69.461 


170.137 


239.619 


Total MR/RC residents 


21,712 


31,919 


53,632 


35,590 


30.237 


65.627 


7,633 


91,541 


99.174 


64.936 


153.697 


216.633 


Total Medicaid beds 


7,615 


19,154 


26,769 


13,394 


11.796 


25.189 


4,150 


100.624 


104.775 


25.160 


131.575 


156.735 


Total ICF-MR beds 


7,188 


18,409 


25,598 


;j,394 


11.796 


25.169 


3»501 


100.375 


103.676 


24,083 


130.580 


154.663 


Direct care 


.46 


.69 


.61 


.87 


.69 


.66 


.97 


1.51 


1.48 


.72 


1.18 


1.06 


Per diems by range 


























$1430 


63.3 


45.3 


51.7 


30.7 


26.9 


26.6 


16.3 


0.6 


1.5 


42.2 


17.1 


23.5 


31-55 


9.9 


31.0 


23.5 


24.4 


27.6 


26.2 


^7.5 


0.6 


1.6 


17.9 


13.6 


14.6 


56-60 


14.8 


16.5 


15.8 


22.9 


19.7 


21.1 


6.9 


12.4 


12.2 


16.1 


14.9 


15.7 


61105 


3.6 


S.2 


4.8 


10.6 


10.1 


10.3 


2G5 


22.6 


23.0 


9.4 


15.6 


14.2 


106+ 


8.7 


2.1 


4.4 


11.4 


15.6 


13.6 


30.7 


63.4 


61.4 


12.3 


38.4 


31.6 



Notes. Total maintained capacity is number of set up beds In reporting unit estimated from weighted data on facility questionnaire. Total current residents and residents with MR/RC are welo^ted 
estimates from resident baseline questionnaire. Most faciiltlee wHh Medicaid certification (76.4%) are Indicated to be 100% certified. For other facilities with Medicaid certification, total ICF, ICF-MR. 
Q I • and SNF beds are estimated to be the number of set up beds piuHipiied by the midpoint of multiple categories (e.g., 0-10% « 5%) of the receded variables "percent of beds certified.* Facilities wHh 
f ' * iTilssing bed certification data but which aie iCF*^MR certified are assumed to be 100% ICF-MR. Per diems by range are the estimated percentage of residents in each facility category living in facilities r) «>7 
In each per <iiem range. Facility stzr weights are *set up beds.* Direct care personnel estimates are expressed as number of FTE direct care staff (licensed nurses, nurses aids/orderlies. ^ 4 
recreation/activity staff, and "all other care staff) per set up bed. Tart time* assumed tc equal 50% FTE. Data are weighted to represent correct proportions of set up beds (approximately equal to 
the number of residents). Row and column totals may not be equal because of differences in missing data across cells. 
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Table 6: BmIc Admlnlttr«t)v« D«Ui by ICF-MR CertKici^ Status and Facility Slza 



Number of Raalderrts In FacllHv 





1*6 res. 


7-15 res. 


16-75 res. 


76-299 reSi 


300-799 res. 


800-f res. 


Total 


ICF-MP Cartlflad 










53,326 


24.625 


154.663 


Total maintained oapacKy 


10,233 


13,850 


17,503 


34.926 


Total current residents 


8.871 


12,549 


19,190 


34,747 


52,717 


16.436 


144.509 


Total MR/RC residents 


8,528 


12,549 


17,979 


32,553 


51.117 


16.436 


139.161 


Total ICF*MR beds 


10.233 


13,850 


17,503 


34,926 


53,326 


24,825 


154.663 


>{ract care 


.88 


.95 


1.32 


1.34 


1.56 


121 


1.33 


dlams bv ranaa 














5.9 


S1-S30 


36.3% 


0.0 


11.1 


8.7 


0.0 


0.0 


31-55 


7.3 


21 .6 


20.7 


24.0 


0.0 


0.0 


10.8 


^6-80 


21 .3 


47.5 


17.6 


14.1 


14.1 


18.5 


18.4 


di-ins 


21.6 


11.7 


14.0 


8.4 


30.3 


22.5 


19.6 


infi4* 


13^ 


19^ 


366 


44.0 


55.7 


59.0 


45.4 


Not ICF-MR Certlfiad 
















Total maintained capacity 


23,667 


26,117 


38^1 


18,787 


1,887 


0.0 


108.748 


Total cunrent residents 


2U47 


26,814 


31,521 


13,689 


1,638 


0.0 


95.109 


TotaJ MR/RC raaldanta 


19,713 


24,146 


22,602 


11,642 


1,370 


0.0 


79.472 


Total SNF/ICF beds 


427 


649 


0 


995 


0 


0.0 


2.072 


Direct oara 


.68 


.58 


.62 


.64 


.52 


0.0 


.66 


Per dlems bv ranaa 




















597 


47.5 


36.3 


67.0 


0.0 


49.5 


31-55 


10.1 


26.1 


25.8 


12.6 


33.0 


0.0 


20.8 


56-80 


12.5 


6.4 


7.9 


27.7 


0.0 


0.0 


11.9 


61-105 


8.7 


3.7 


4.3 


11.3 


0.0 


0.0 


62 


106 -f 


18.4 


4.1 


14.5 


10.1 


0.0 


0.0 


11.7 


All Facilities 
















TotaJ maintaiiMd caoacitv 


33,900 


39,967 


55,794 


53,712 


55213 


24.825 


263.411 




30,118 


39,363 


50711 


46,435 


54,555 


16.436 


239,619 


Total MR/RC ratldtnto 


28,241 


36!694 


4o!580 


44!l94 


52,487 


16.436 


218.633 


Tot^ Mtdlcdd b«dt 


10,661 


14.499 


17,503 


35,921 


53,326 


24.825 


156.735 


TotiJ ICF-MR b«dt 


10,233 


13,850 


.^,503 


34,926 


53,326 


24,825 


154.663 


Dirtct ear* 


.74 


71 


.83 


1.54 


1.54 


121 


1.06 


Par dlama by range 
















$14J0 


45.2% 


39.9 


36.5 


18.6 


1.9 


0.0 


235 




0.1 


24.6 


242 


20.7 


0.9 


0.0 


14.8 




15.7 


20.0 


10.8 


18.6 


13.7 


18.5 


15.7 


81-105 


13.5 


6.4 


72 


^3 


29.4 


22.5 


142 


106+ 


16.5 


9.1 


212 


32.8 


54.1 


59.0 


13.8 



Notes . Total maintained capacity is number of set up beds In reporting unit estimated from weighted data on facility questionnaire. 
Total cunrent residents end residents with MR/RC are weighted eetimatee from resident baseline questionnaire. Moet facilities with 
Medicaid certification (78.4%) are indicated to be 100% certified. For other faclUtlee with Medicaid certification, total ICF. ICF*Ma 
and SNF beds are estimated to be the number of set up beds multiplied by the midpoint of multiple categories (e.g.. 0-10% - 
5%) of the receded variables 'percent of beds certified.* Facilities with missing bed certification data but which are ICF«MR certified 
are assumed to be 100% ICF-MR. Per dlems t>y range are the estimated percentage of residenta In each facility category living 
in facilities In each per diem range. Facility size welghta are 'set up beds.* Direct care personnel estimates are axpressed as 
number of PTE direct care staff (licensed numes, nurses aids/orderlies, recreating/activity staff, and *all other care ataff^ per set 
up bed. *Part time* assumed to equal 50% FTE Data are weighted to represent correct proportions of set up beds (approximately 
equal to the number of residenta). Row and column totals may not be equal because of differences In missing data across cells. 

Resident MowmotA 

Tables 7 and 8 present basic resident movement statistics for calendar year 1986 for ICF-MR 
and noncertified facilities by type of operation and size. Movement is expressed as a percentage of the 
"current residents.' Movement data were based on Facility Questionnaire responses, but included only 
facilities open for all of 1986. This had the effect of underestimating admissions to small facilities waich 
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generally have very high occupancy ar.d which aL- z'^a^ and to Incroasa their total resident population 
tjy the creation of new facilities rather than Increasing number of people in existing facilities. Again, 
underrepresentatlon of small facilities may have affected the reported rates. 

Adm/M/Ofl/D/fc/Mrgfe Aafet 

In general, the facilities that were most active In admissions and discharges during 1986 were 
the smallest facilities (3^ residents) and the private for profit facilities. The 3^ person facilities had 
admissions In 1986 equal to 16.9% of their residential population. They had discharges equal to 14.2% 
of their residential population. Private for profit facilities reported admissions ec^ual ^o 19.1% of total 
residents and discharges equal to 14.6% of their residents. Movement was considerably higher in 
facilities without \CP-m certification than in the ICFs-MR (16.2% vs. 9.0% for admissions and 14.0% vs. 
9.9% for discharges). 

Oaatht 

The estimated national death rate In residential facilities sen/Ing persons with mental retardation 
was 1.4% of the resident population. This compares with a rate of 1.2% obtained In the 1982 NCRF 
(Lakin, Hill, & Bailninks, 1985). One f^or in the difference between the two estimates was the 
underrepresentatlon of small facilities In which the death rate was on average approximately half that 
of the larger Institutions (.9% vs. 1.6%). But there may also have been a small actual Increase. 
Compared wtth the 1982 NCRF, the estimated death rates for both small ana large facilities was larger 
(In small faculties, .7% In the 1982 NCRF and .9% In the 1987 NMES; In large facilities, 1.5% In the 1982 
NCRF and 1.6% in the 1987 NMES although either difference could have been due to sampling enor). 
But increases In death rates might be expected In both types of facilities as both types house 
increasingly aging populations and populations which are more severely impaired. 

Met Population C/Mnge 

• 

Public institutions continued to experience depopulation as a result of considerably higher 
discharges and deaths (9.7% and 1.4%, respectively) than admissions (6.7%). The net reduction of 
4.4% during 1986 was part of the general depopulation of public institutions from 1982 to 1987 (from 
117,160 average dally residents to 94,696, or an annual average decrease of 4.2%) (Lakin et al., 1989). 
Net population tosses were greatest among Institutions with 300 or more residents (b.4%). 

Watting Utta 

Facilities were asked to report the number of people they had wait listed for placement In their 
facilities. ConskJerable cautk)n must be exercised in considering these statlsttes. Indlvkluals may have 
been on more than one facility list, overestimating the undupitoated count of people waiting. Second, 
use of waiting lists (even among facilities wrth no peop"^ cunwitly listed) were reported by only 60.5% 
of the small farJiitles. This reflects a tendency for decisk)ns about access to some facilities (and the 
lists of people waiting) to be maintalr«d outskle the faculty. Such tendencies underestimate the total 
number of people wafting. It cannot be determined how these factors affected the estimate of 22,500 
people being on watting lists. Facilfty maintained wafting lists were relatively tong In facllfties of 7-15 
resktonts and 16-75 residents, parttoulariy among those wtth ICF-MR certification (on the average 33.4% 
and 24.3% of their current residents, respectively). Facllfties of 16 or more residents reported waiting 
lists of about 15,150 people. Pertiaps most striking in the wafting list statistics was the size of the 
wafting lists for the •intemoediate' size Instftutions of 16 to 75 residents (almost 10,100 persons). 
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Tabto 7: BmIo Ftofld«nt MovtiMnl by ICF-MR Cfrtlfloation and Faclltty OpmMon 



Facllftv Qptfitkm 



!CF-Mn Ctfttfltd 
Total current mld«nta 
Avtrag* 1906 admlMlon rata 
Avor«o« 10e6 liv# dttoharga raia 
Avtraga 1966 daath rata 
Rata of waK Hating 

No! ICF>MR CattHlad 
Total oimant raaldanta 
Avaraga 1966 admission rata 
Avaraqa 1966 Hva dltcharQa rata 
Avaraga 1966 daath rata 
Rata of waK lilting 

Faollltlaa 
Total cunrant raaldanta 
Avaraga 1966 admlaalon rata 
Avaraga 1966 llva dlacharga rata 
Avaraga 1966 daath rata 
Rata of wait Hating 





Privat* for ProfK 






Privat* NonPrefK 






Publlo 






All FacllWM 




15- ft>. 


le-f rM. 


Total 


15- rM. 


16-f rM. 


Total 


15- rM. 


184 rM. 


Total 


15- rM, 


18-f rM. 


Total 


«,264 
19.0 
14.3 
0.6 
11.0 


20,779 
14.5 
12.1 
1.7 
11.0 


27,043 
15.8 
12.8 
1.5 
11.0 


12.153 
11.5 
6.7 
0.6 
27.9 


12,703 
9.6 
6.0 

1.7 
23.7 


24,858 

10.7 
8.4 
1.2 

25.6 


3,003 
10.8 
3.9 
0.0 
15.1 


89,807 
6.6 
9.7 
1.4 
3.4 


92,610 
6.8 
9.5 
1.4 
3.6 


21,420 
13.6 
9.8 
0.7 
21.0 


123,069 
8.0 
9.9 
1.5 
6.2 


144,509 
9.0 
9.9 
1.4 

7.9 



19,385 


23,898 


43,281 


23,897 


18,854 


42.751 


4,800 


4,297 


9|096 


48,062 


47.048 


95,109 


21.5 


20.4 


20.9 


12.6 


10.3 


11.8 


15.9 


8.9 


12,5 


17.1 


15.4 


18.2 


15.1 


16.0 


15.6 


12.8 


12.3 


12.5 


15,6 


10.0 


12.9 


14.1 


14.0 


14.0 


1.5 


2.4 


2.0 


0.5 


1.4 


0.9 


0.8 


1.4 


1.1 


1.0 


1.9 


1.5 


3.6 


5.6 


4.9 


12.2 


37.3 


26.2 


13.0 


0.8 


4.8 


7.3 


15.1 


11.6 



25,829 


44.676 


70,304 


36,060 


31,558 


87,807 


7,803 


93,904 


101,707 


69,481 


170,137 


239,619 


20.9 


18.1 


19.1 


12.3 


10.1 


11.2 


13.9 


8.7 


7.3 


15.9 


10.2 


11.9 


14.9 


14.4 


14.6 


11.1 


10,8 


11.0 


10.9 


9.7 


9.6 


12.6 


11.1 


11.5 


1.3 


2.1 


1,6 


0.6 


1.5 


1.0 


0.5 


1.4 


1.3 


0.9 


1.6 


1.4 


5.1 


7.9 


6.9 


18.5 


32.4 


26.0 


13.8 


3.3 


3.7 


11.3 


8.9 


9.4 



Notaa MovaTiant data ara axpraaaad aa parcant of aat up bada. Tabia Includaa only facllHlaa that wara cpan all of 1966, It axcludaa a amall numbar of facllltlaa whoaa numbar of admlaakma or 
numbar of ralaaaaa axcaadad bad capacity. Cartain facllltlaa aarva aa dlagnoatlo, placamant and/or criala cantara. Thay racalva and diacharga larga numbar of raaldanta aach yaar. Thaaa wara 
axcludad In ordar to raflact tha movamant atatua of paraona In typical reald^rttlal aatttnga. 
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T«bl« 8: BmIc RMidant Mov*m«nt by ICF-MR C«rtiflo«tlon and FacllKy Siz* 



Numbtr e( R— Ickfiti In Faclltty 





1^ 


7.1 fi tm^ 

/•is/ rw» 


16.7S rM 


76-299 ret. 


300-799 rM. 


800-f rM. 


Total 


iwr*iwin wwiwiikj 












144,509 




a a7i 




19 IflO 


34.747 


62,717 


16,436 


1966 admiMion r«t« 


17.7 


10.6 


16<1 


10.4 


6.8 


2.5 


9.0 


1966 llv« di«ch«r(9# r«t« 


11.3 


8.6 


10.8 


10.4 


11.7 


4.6 


9.9 


4 AAA 44a*4K 




OA 
U.v 


2 7 


I.I 


1 3 


1 • f 


1.4 


rmv Of wiui itviinQ 


7 ft 


1.1 A 






2.6 




7.0 


















low CUrrWn rMia#ni9 




9A All 






1 638 




95 109 


1966 admiftftion fito 


19.4 


14.0 


14.6 


16.5 


18.4 


0.0 


16^2 


1966 liv« ditoharoe rate 


15.6 


12.7 


12.9 


16.7 


14.3 


0.0 


14.0 


1966 dMth rate 


1.1 


0.9 


2.0 


1.7 


1.0 


0.0 


1.5 


Rate of wait littina 


6.5 




16.1 


8.7 


3.1 


0.0 


11.8 


All Faollitiee 
















Total ourrent reeidente 


30,116 


39,363 


50.711 


48,435 


54,555 


16,436 


239.619 


196C admiealon rate 


16.9 


13.4 


15.2 


12J2 


7.2 


2.5 


11J 


1966 live dieoharge rate 


142 


11.3 


12.3 


12J2 


11.8 


4.6 


11.5 


1966 death rate 


1.0 


0.8 


2.2 


1.3 


1.3 


1.7 


1.4 


Rate of wait lieting 


6.9 


16.0 


19.9 


7.6 


2.5 


1.2 


0.4 



NotM . Movtnwnt data ar* axpraaaad as pareant of Mt up bad*. TaMa IneludM only faellHiaa that wara opan all of 1966. It 
axeludM a amall numbar of faellitlM whoaa numbar of admiaaiona or numbar of ralaaaM axoaadad bad capacity. Cartain facilitiM 
Mrva M diagnoatic, piacamant and/or criaia eantara. ThaM raccVa and diaeharoa larga numbar of rMldants aach yaar. They 
wara axeludad in ordar to raflaet tha movamant alatua of paraons In typical raaidantial aattino*. 

l?88/d8nt C/M/«Ct8rfStfC8 

The following tables present data on a range of diagnostic, medical and functional sidlls of 
residents of mental retardation facilities grouped by type of operation. ICF-MR certification status, and 
tecllity size. The estimates are from the Baseline Questionnaire. 

Lev*/ of RttmrdtAlonUyp^ of Re/ated CondHlon9 

Tables 9. 10 and 11 present the levels of retardation or types of related conoitions for mental 
retardation facility residents reported to have mental retardation, epilepsy, cerebral palsy, autism, and/or 
spina bifida Under 'mentally retarded* are presented the estimated distribution of residents by level of 
retardation for individuals indicated to have mental retardation. Under 'Related Conditions Onty* are the 
estimates of prevalence of certain conditions among sample members who were indicated to have 
epilepsy, cerebral palsy, autism or spina bifida, but not mental retardation. 

Penont with mental ntardatlon. The NMES estimates indicated that 99% of the residents of 
mental retardation facilities who had mental retardation or related conditions, had mental retardation. 
The same proportion was found in both large and small facilities. It is notable, however, that of the 
persons indicated to have 'mental retardation,' 4% were classified as 'borderline mentally retarded* or 
not technically within the range of measured intelligence (i e., 10) currently recognized as indicating 
mental retardation. 

People with profound retardation made up an estimated 37% of the residents in mental 
retardation facilities. They were concentrated in large facilities (46% of residents in those facilities), 
particularly in large government operated ones (60% of residents), and in ICF-MR certified facilities 
(49% of residents). About 18% of the residents of the 3 to 6 resident facilities were persons with 
profound retardation. 

20 



The overall prevalence of mild/borderline, moderate and severe mental retardation among 
residents of mental retardation facilities was quite similar (20.9%. 21.0% and 20.5% of all residents, 
respectively). The prevalence of severe mental retardation was relatively consistent across the various 
types of facilities examined (from a low of 17% of residents in government facilities with 800 residents 
to 33% in government facilities with 15 or fewer residents). The distribution of persons with 
mild/moderate mental retardation (Including borderline) varied much more across facility categories. For 
example, while 62% of persons in facilities of 15 and fewer residents had mild/moderate mental 
retjuxlation, only 18% of persons in facilities of 300 or more residents were classified as mild or 
nr<oderately mentally retarded. Mild/moderate mental retardation had a much higher prevalence within 
non^rtified residential facilities (64% of residents) than within ICFs-MR (30%). 

People with conditions related to menta! retardation (Ji.e., epilepsy, cerebral palsy, autism and/or 
spina bifida), but who were not also reported to be mentally retarded appeared to be rare among 
mental retardation facilities (an estimated less than 1%). Because individuals with related conditions only 
were represented by just 33 persons in the entire sample, estimates of their characteristics are subject 
to considerable enror. However, among the sample epilepsy was the most commonly reported condition 
of persons who did not have mental retardation, but made up only an estimated 0.6% of all residents 
with mental retardation and related conditions. Although residents were rarely reported to have related 
conditions only, the following section shows these conditions very commonly accompanied mental 
retardation among the residents of mental retardation facilities. However, it is important to note that 
many persons with related conditions reside in facilities primarily serving populations with conditions 
other than mental retardation. A description of these individuals will be included in subsequent analyses 
of data on nursing and related care facility residents. 
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Table 9: Residents wHh Mental Retardation and Related Conditions In Mental Retardation Facilities 
by Level of Mental Retardation or Related Conditions and Facility Operation 















FacllHv Operation 














Privtt* for ProfH 






Private NonProfR 






Public 






All Facllitiaa 




15- fee, 


164- r«t. 


Total 


15- r-. 


164 re*. 


Total 


15- r— . 


16+ r«r. 


Total 


15- raf. 


164- raa. 


Total 


Mentaliv Retarded 


















Mlld/Bordertlne 


29.3 


27.2 


28.1 


32.7 


31.9 


32.4 


24.2 


8.7 


9.9 


30.6 


16.9 


20.9 


Moderate 


31.4 


24.5 


27.3 


34.4 


2S.1 


30.2 


17.4 


11.4 


11.9 


31.4 


16.7 


21.0 


Severe 


25.6 


18.0 


21.0 


20.2 


17.5 


19.0 


32.7 


21.1 


21.1 


23.5 


19.2 


20.5 


Profound 


11.1 


28.6 


21.6 


12.5 


23.6 


17.6 


25.5 


56.9 


56.9 


13.6 


46.3 


38.7 


Total 


97.4 


98.3 


98.0 


99.8 


98.1 


99.2 


99.8 


99.8 


99.8 


99.1 


99.1 


99.1 


ftelated CondHlone Onlv 


























Epilepsy only 


1.7 


1.5 


1.6 


0.2 


0.8 


0.5 


0.0 


0.2 


0.2 


0.7 


0.6 


0.6 


Cerebral paley only 


0.7 


0.0 


0.3 


0.0 


10 


0.5 


0.0 


0.0 


0.0 


0.2 


0.2 


0.2 


Autism only 


0.2 


0.0 


0.1 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.1 


0.0 


0.0 


Spina bifida only 


0.0 


0.0 


0.0 


CO 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


Multiple related 


0.0 


0.2 


0.1 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.1 


0.1 



condMona _ _ 

Total 2.6 1.7 2.0 0.2 1.8 1.0 0.0 0.2 0.2 1.0 0.9 0.9 



Notaa . Statlftica ptaaantad ara proportion of total aatlmatad population In aaoh facility catagory Indloatad to hava althar mental retardation or a related condition by level of 
mental retardation or, If not Indicated to have mental retardation, by a related condition. Columna may not add to 100% becauae of rounding. StaMatica on reaidanta with 
'related condltlona only' ara baaed only on 33 of the total 3,618 aample membera. 

Table 10: Reaidanta with Mental Retardation and Related Condltlona In Mental Retardation Facilltiee 
by Level of Mental Retardation or Related Condltiona and Ceitification Statue 



15-raa. 



ICF-MR Certification Statua 



ICF-MR Certified 



164- rea. 



Total 



15- rea. 



Not Certified 



164- rea. 



Total 



15- ree. 



All FacllHiee 



164- rea. 



Total 



Mentally Retarded 

Mlld/Borderllne 

Moderate 

Severe 

Profound 

Total 



29.8 
27.7 
25.4 
16.8 
99.4 



11.8 
13.4 
19,7 
54.5 
99.4 



14.6 
15.6 
20.5 
48.8 
99.5 



30.9 
33.2 
22.6 
12.1 
96.8 



35.0 
28.3 
17.5 
17.4 
96.2 



32,7 
31.0 
20.3 
14.5 
98.5 



30.6 
31.4 
23.5 
13.6 
99.1 



16,9 
16.7 
19,2 
46,3 
99.1 



20.9 
21.0 
20.5 
36.7 
99.1 
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Related Condltlona Only 
Epilepsy only 
Cerebral palsy only 
Autism only 
Spina bifida only 
Multiple related conditions 
Total 



02 
0.3 
0.0 
0.0 
0.0 

o3 



0.4 

0.2 
0.0 
0.0 

0.0 

oi 



0.4 

0.2 
0,0 
0,0 
0.0 

08 



0.9 
0.2 
0,1 
0,0 
0.0 

Ti 



1.2 
0.3 
0.0 

OJH 
02 



1.1 
0.2 
0.0 
0.0 
0.1 



0.7 

0.2 
0.1 
0,0 
0.0 

To 



0.8 
02 

0.0 
0.0 
0.0 



0,6 
0.2 
0.0 
0.0 
0.0 

oe 



Notes . Statistics presented are proportion of total estimated population In each facility category Indicated to have either mental retardation or a related condition by level of 
mental retardation or, K not Indicated to have mental retardation, by a related condition. Columns may not add to 100% because of rounding. Statistics on residents wKh 
'related conditions only' are based only on 3d of the total 3,618 sample members. 



T«bl« 11: RMlctontM with M«nt«l FWt«fd«tion and R#ltt«d Condltk>n« In M«nUl Retardation FaclHtiaa 
by Laval of Mantal Ratardation or Ralatad CondKiona and Facility Oparation 









Number of Raaldanto In Facllttv 










1-6 raa, 


MS rat. 


16-75 raa. 


7&-299 raa. 300-799 ras, 


800-f raa. 


JM 


Mentally R«ta! dMl 










a.i 




20.9 


Mlld/Bord«rili-o« 


27.2 


33.4 


31.7 


18.1 


7.3 


Modtrato 


29.8 


32.5 


26.3 


16.3 


9.5 


13.0 


21.0 


S«v«re 


23.9 


23.2 


17.5 


21.8 


19.1 


16.9 


20.5 


Profound 


17.8 


10.4 


m 


40.9 


63.0 


62.9 


36.7 


Total 


96.7 


99.3 


962 


99.1 


99.7 


100.1 


99.1 


R«l«tad CondWont Only 
















Epil«p«y only 


0.7 


0.7 


1.3 


0.6 


0.3 


0.0 


0.6 


Corobnl p«liy only 


0.5 


OJO 


0.3 


0.4 


OJO 


0.0 


0.2 


Autitm only 


0.1 


0.0 


OJO 


0.0 


0.0 


0.0 


0.0 


Spina bifida only 


0.0 


ao 


0.0 


0.0 


OJO 


0.0 


0.0 


MuHlpl* ralatad condltlona 


0.0 






0.0 


QSi 


fi£ 


og 


Total 


1.3 


0.7 


1.B 


1.0 


0.3 


0.0 


0.9 



Notaa . Statlatioa praaantad ara proportion of total aatimatad population In aach facility eataoory Indicated to have either mental 
rewrdaiion or a ralatad oondHion by level of mental ratardation or, If not Indicated to have mental retardation, by a related 
condition. Columna may not add to 100% beoauae of rounding. Statiatica on realdanto with 'related condition* only' are 
baaed only on 33 of the total 3,618 aampla membera. 



Re/ated CondlUoM by Lwl of Retardation 

Tables 12, 13 and 14 present estimates of the prevalence of conditions related to mental 
retardation among residents with different levels of mental retardation. Specific conditions included are 
epilepsy, cerebral palsy, autism, spina bifida and deafness or blindness. Table 12 presents estimates 
for facilKies by type of operation; Table 13 by ICF-MR certiTication and Table 14 by facility size. 

Epilapay. Approximately 29.6% of persons with mental retardation residing in mental retardation 
facilities were estimated to have epilepsy. The presence of epilepsy was clearly associated with the 
level of mental retardation. About 15% of persons with mild mental retardation were reported to have 
epilepsy as compared with 43% of persons with profound mental retardation. Persons with epilepsy 
were most Hkely to be in facilities of 16 or more residents (34% of residents had epilepsy), large 
government operated facilities (40% with epilepsy) and ICF-MR certified facilities (34% with epilepsy). 
Controiling for level of retardation, with tfie exception of persons with mild or borderline mental 
retardation, persons with epilepsy were more likely to be residing in larger facilities than pe isons whose 
medical records dkJ not indicate a seizure disorder. 

Certbf*/ pa/t/. An estimated 12% of persons with mental retardatkm and rualied conditions 
in mental retardatton facilities were reported to have cerebral palsy. As with epilepsy, there was a clear 
associatk>n between cerebral palsy and level of mental retardation of residents. Cerebral palsy was 
noted in the medtoal records of an estimated 5.5% of the individuals with mild or borderline mental 
retardatkKi, 6.4% of those with moderate mental retardatton, 0.2% of those with severe mental 
retardatkm, and 19.5% of those with profound mental retardation. Related to this general association 
with level of retardatk>n, persons with cerebral palsy were more likely to be found in facilities of 16 or 
more reskients than in smaller facilities (13% versus 8%). The prevalence of cerebral palsy was 
estimated to be slightly higher in large private facilities than in large public facilities (15% vs. 12%). An 
estimated 13.5% of ICF-MR reskients and 8.5% of residents of non-ICF-MR facilities had cerebral palsy. 

AuUtm. An estimated 3.5% of residents of mental retardation facilities had autism noted in 
their medical records. The prevalence of reported autism was highest among persons with severe 
mental retardation (5.6%). Estimated rates of autism among persons with moderate and profound 
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mental retardation were 3.3% and 3.6%. respectivety. An estimated 1.4% of individuais with mild or 
borderline retardation were reported to be autistic. Only 5.4% of the persons reported not to be 
mentally retarded were reported to have autism, but this estimate was based on only 2 of 3.618 sample 
members. The estimated prevalence of autism was similar in large (16-f residents) and small facilities 
(3.7% and 3.0% respectively). The highest prevalence of autism was reported in larger nonprofit 
facilities (8.9%). ICF-MR certified facilities had a considerably lower reported prevalence of autism 
sawng its populations (2.5%) than did the noncertlTied facilities (5.4%). 

Spina bHidM. Spina bifida was estimated to be rare among the mental retardation facility 
populations. It was consistently reported to be t>elow 1% for individuals of all levels of mental 
retardation and in all sizes and types of facilities. 

B/fntf or deaf. An estimated 7% of persons in mental retardation facilities were blind and/or 
deaf. Prevalence of those conditions was associated with level of mental retardation; from 2.3% of 
persons with mild or borderline mental retardation to 13.8% of persons with profound retardation. 
Persons who were blind or deaf were more likely to reside in facilities of 16 or more residents (8.7% 
compared with 3.7% in smaller facilities). The prevalence of deafness or blindness among facility 
populations was closely associated with facility size (from 3.0% in facilities of 6 or fewer residents, and 
4.2% in facilities of 7-15 residents, to 10.2% in facilhies 300-799 residents, and 12.8% in fa- ' 'ties of 800 
or more residents). Atxxjt twice the proportion of persons in ICFs-MR were deaf or blino ^J,8%) than 
in facilities that were not ICF-MR certified (4.3%). 
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Tabto 12: Number and TypM of R«l«t«d DiMbHIttot Ar>c K^>ld«ntt of Menial ReiardaHon Facilltlta by FacllHy Oparatlon 







Privatt for ProfH 






Prtvat* NonProfN 
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All FacllitiM 






15-raa. 


18-I- rM. 


Total 


18^aa. 


16+ n*. 


Total 


15-re«. 
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Total 


15-ra«. 


18-l-rM. 


Total 


Mantatty Rtterdad 


















BordarilnWMIId 


























EpMapay 


10.1 


15.3 


16.9 


15.6 


12.1 


14.0 


4.8 


17.5 


15.1 


15.6 


14.6 


15.2 


Carabral Palsy 


3.1 


3.7 


3.S 


6.8 


9.1 


7.8 


7.4 


2.8 


3.5 


5.7 


5.3 


5.5 


Autltm 


0.6 


2.5 


1.7 


0.9 


3.2 


1.9 


0.0 


0.0 


0.0 


0.7 


2.0 


1.4 


Spina Bifida 


0.0 


1.4 


0.8 


0.4 


0.7 


0.5 


0.0 


0.0 


0.0 


0.3 


a7 


0.5 


Blind or Daaf 


1.4 


2.7 
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4.5 


0.7 


2.8 


0.0 


2.1 


1.7 


3.1 


1.6 


2.3 


Modarata 


























Epilapay 


19.9 


15.9 


17.7 


18.0 


21.5 


18.1 


17.1 


33.4 


31.5 


17.3 


24.7 


21.5 


Carabral Palay 


4.6 


9.5 


7.4 


8.7 


9.2 


7.8 


3.1 


3.2 


3.2 


5.9 


8.8 


8.4 


Autiam 


2.0 


2.2 


2.1 


2.0 


8.5 


4.5 


0.0 


3.2 


2.9 


1.9 


4.5 


3.3 


Spina Bifida 


0.9 


0.9 


0.9 


0.5 


0.9 


0.7 


0.0 


1.1 


0.9 


0.8 


1.0 


0.6 


Blind or Daaf 


1.4 


5.5 


3.6 


2.3 


4.4 


3.1 


7.6 


4.6 


4.9 


2.4 


4.6 


3.7 


Savara 
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6.0 


14.2 
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2.2 


3.7 


3.5 
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5.1 


5.6 


Spina Bifida 


0.0 


0.0 


0.0 


0.0 


1.4 


0.6 


0.0 


0.5 


0.4 


0.0 


0.6 


0.4 


Blind or Daaf 


4.5 


1.8 


3.1 


3.8 


8.8 


5.8 


3.3 


4.4 


4.2 


4.0 


4.6 


4.4 


Profound 


























Epilapay 


36.5 


43.4 


42.1 


28.1 


38.1 


32.3 


25.1 


46.3 


45.5 


28.8 


44.9 


43.2 


Carabral Palay 


17.2 


33.2 


29.9 


10.7 


30.2 


22.8 


17.4 


18.8 


* 15.8 


13.9 


20.2 


19.5 


aiiflAm 




a 3 


3 Q 


S 0 


13 7 


107 

1 v.r 


00 


0 o 


9 9 




o.O 


C.0 


Spina Bifida 


0.0 


0.0 


OA 


1.6 


0.0 


0.7 


0.0 


0.6 


0.8 


0.9 


0.5 


0.5 


Blind Of Daaf 


6.2 


9.0 


0.6 


6.0 


17.1 


12.9 


12.3 


15.1 


15.0 


8.0 


14.5 


13.6 


Ralatad CondMona Only 


























Epilapay 


66.3 


100.0 


82.8 


100.0 


43.5 


49.9 


0.0 


100.0 


100.0 


70.1 


75.9 


74.1 


Carabral Palay 


26.7 


0.0 


13.7 


00 


5<...5 


50.1 


0.0 


0.0 


J.O 


23.7 


24.1 


24.0 


Autlam 


7.0 


12.3 


9.6 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


8.2 


5.0 


9.4 


Spina Bifida 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


o.n 


0.0 


0.0 


0.0 


0.0 


Blind or Daaf 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.6 


0.0 


Total Raaldanta wKh MFVRC 
























Epilapay 


22.8 


29.6 


24.5 


17.4 


21.7 


19.3 


21.0 


40.4 


39.9 


19.8 


33.8 


29.8 


Carabral Palsy 


r.8 


15.1 


12.2 


6.8 


15.2 


10.8 


16.2 


12.0 


12.3 


6.2 


13.2 


11.7 


Autlam 


4.1 


2.8 


92 


2.0 


8.9 


5.8 


0.7 


2.5 


2.3 


3.0 


3.7 


3.5 


Spina Bifida 


0.3 


0.8 


0.5 


0.5 


0.7 


0.6 


0.0 


0.6 


0.9 


0.4 


0.6 


0.5 


Blind or Daaf 


2.9 


5.0 


4.2 


3.6 


8.9 


5.2 


S.5 


10.5 


10.2 


3.7 


6.7 


7.2 



Notes . Blindness Is defined as Inability, wHh usa of corracth/a lenses, to racognlza (because of visual acuity) familiar people at a distance of 2 or 3 faat Daafnass la daflnad 
aa Inability, wHh a hearing aid, to hear things said to him or her. Data on Velatad condHkma only* are parcent of raaldanta reported not to have mental retardation within each 
of five typas of ralatad condHlon, who have tfie addHlonal condHlon listed. WHhIn groups, columns do not always total 100% bacausa soma residents with relatad condKlona 
only had more than one listed. Total residents wHh MFVRC* Includes percentfiga of all residents wHh and without MR who hava the listed condHlons. Only 33 eampla 
membars (out of 3,616 total) were Indicated to hava 'related condHlons only.* 



Tabl« 13: Numb«r wkI Typ«a of R«l*t«d DlMblllti«« Among RMldento of Mental Rotardation FaollHiM by CertHloition Staitut 



ICF-MR CwtWIcaCon 8ta«u< 



tCF-MR cartHled 



No< Cartlfldd 



All F»cllM»< 





JJLfiiSs 


1«+ Wi 


Total 


15- rM. 


164- rM. 


Total 


15- raa. 


18-f rM. 




MtntiHv FWtard«d 
















14.B 


19.2 


Bordtrilnt/Mlld 


18.9 


15.7 


16.7 


14.0 


13.6 


13.9 


15.6 


Eplltp«y 


5.2 


7.9 


7.1 


6.0 


2.4 


4.2 


5.7 


9.0 


9.9 


Ctf^bral Paltty 


0.0 


1.1 


0.6 


1.1 


3.0 


2.0 


0.7 


2.0 


1.4 


Autlim 


0.0 


1.3 


0.9 


0.4 


0.0 


0.2 


0.3 


0.7 


0.5 


Splnt Bifida 


2.1 


2.4 


2.3 


3.5 


1.0 


2.3 


3.1 


1.6 


2.3 


BHnd or D^af 




















Modarata 




















Epilapay 


22.7 


267 


25.6 


15.1 


21.5 


\f,7 


17.3 


24./ 


A4 It 

21.5 


Carebral Palay 


57 


7.3 


6.9 


5.9 


5.9 


5.9 


5.9 


6.6 


6.4 


Autlam 


3.1 


2.6 


2.9 


1.4 


7.2 


3.6 


1.9 


4.5 


A A 

3.3 


Spina Bifida 


1.1 


1.5 


1.4 


0.4 


0.0 


0.2 


0.6 


1.0 


0.8 


Blind or Daaf 


2.3 


6.1 


5.1 


2.4 


27 


2.5 


2.4 


4.6 


3.7 


Savara 




















EollaDav 


16.5 


32.5 


29.9 


21.5 


16.1 


20.2 


20.4 


29.6 


26.5 


Carabral Palay 


10.9 


6.6 


9.2 


10.1 


7.6 


9.2 


10.4 


6.6 


9.2 


Autlam 


4.6 


3.6 


3.7 


7.6 


11.3 


9.1 


6.5 


vi.1 


5.6 


Spina BKIda 


0.0 


0.4 


0.3 


0.0 


1.3 


0.5 


0.0 


0.6 


0.5 


Blind or Daaf 


3.0 


4.3 


4.1 


4.5 


5.6 


5.0 


4.0 


4.6 


4.4 


Profound 




















Epilapay 


27.6 


44.6 


43.3 


29.2 


48.4 


39.6 


26.6 


44.9 


43.2 


Carabral Palay 


5.3 


19.7 


19.0 


19.7 


25.1 




lo.J 




19.9 


Autlam 


2.1 


2.5 


2.4 


6.1 


15.0 


10.9 


4.5 


3.5 


3.6 


Spina Bifida 


0.0 


0.5 


0.5 


1,5 


0.0 


0.7 


0.9 


0.5 


0.5 


Blind or Daaf 


10.9 


14.2 


14.0 


6.1 


17.8 


12.4 


8.0 


14.5 


13.8 


Ralatad CondMona Only 




















Epilapay 


33.0 


72.1 


06.8 


78.1 


80.3 


79.3 


70.1 


75.9 


74.1 


Carabral Palsy 


67.0 


27.9 


33.2 


14.4 


19.7 


17.3 


23.7 


24.1 


24.0 


Autlam 


0.0 


0.0 


0.0 


7.5 


10.8 


9.2 


6.2 


50 


5.4 


Spina Bifida 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


Blind or Daaf 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 



Total Re8ld';..-rt» with MR/RC 

Epilapsy 21.4 

Cerebral Palsy 7.1 

Autlam 2.3 

Spina Bifida 0.4 

Blind or Deaf 3.9 



36.8 
14.6 
2.8 
07 
9.7 



34.3 
13.5 

2.5 
0.7 
8.6 



18.7 
8.7 
3.3 
0.4 
3.6 



23.9 
8.5 
7.9 
0.2 
5.2 



21.0 

a.a 

5.4 
0.3 
4.3 



19.8 
6.2 
3.0 
0.4 
3.7 



33.8 
13.2 
3.7 
0.6 
8.7 



29.8 
11.7 
3.5 
0.5 
7.2 



Motet . Blindness is definjd as inability, wKh us* of corrective lenses, to recogniza (because of visual acuity) familiar people at a distance of 2 or 3 feet. Deafness Is defined 
as Inability, with a hearing aid, to hear things said to !iim or her. Data on 'related conditions only' are percent of residents reported not to have mental retardation vHhin each 
of five types of related condition, who have the additional condition listed. Within groups, columns do not always total 100% because some residents with related conditions 
only had more than one listed. 'Total resident* with MfVflC* includes percentage ol ail residents with and without MR who have the listed conditions. Only 33 sample 
mombers (out ol 3,618 totol) wore Indicated to have "foiated conditions only.' 



Tabk 14: Numbtr und TypM of R«l«t«d DiMbllltiM Among RMldonU of M«ntal FWtardation FaollitiM by Facility Siz* 



Numbtr of R— ld«n<> In FjoHftv 





1-6 rao. 


7-15 rM, 


16-75 m. 


76-299 m. 


300-79» rM. 


800+ r«a, 


Totel 


M«nt«llv Ftotard#d 
















BordtrllrWMikt 


13.3 


17.1 


13.2 


16.1 


162 


10.6 


152 


Epil«pty 


5.0 


6.2 


6.5 


4.9 


4:4 


0.0 


5.5 


Ctr^bml P«lty 


1.0 


0.5 


3.6 


0.9 


0.0 


0.0 


1.4 


Autem 


0.0 


0.4 


0.9 


0.6 


0.0 


0.0 


.5 


Spina BHkte 


3.1 


3.1 


1.0 


2.7 


0.0 


10.6 


2.3 


Blind or Dm! 
































Eollapty 


24.3 


12.5 


21.1 


22.3 


31.3 


36.3 


21.5 


Corobral PaJty 


3.1 


7.8 


6.3 


10.9 


2.7 


3.3 


6.4 


Autitm 


3.3 


0.9 


4.7 


4.6 


3.9 


4.1 


3.3 


Splnn BIfidii 


0.7 


0.5 


0.7 


0.8 


2.2 


0.0 


.8 


Blind or Do«f 


0.7 


3.5 


4.7 


4.0 


2.8 


12.6 


3.7 


8flV«ro 
















Epilopiy 


22.3 


19.0 


21.3 


26.7 


37.5 


31.3 


26.5 


Corobral Paity 


12.3 


9.0 


5.5 


15.0 


5.6 


4.9 


92 


Autfani 


8.9 


4.7 


10.3 


3.5 


3.6 


3.9 


5.6 


Spina Bifida 


0.0 


0.0 


1.1 


0.0 


0.9 


0.0 


.4 


Blind or Daaf 


1.7 


5.7 


6.7 


3.7 


4.9 


1J 


4.4 


Profound 
















Epilapty 


34.0 


21.7 


43.4 


43.0 


46.4 


44.7 


432 


Carebrai Paity 


13.S 


14.4 


36.6 


21.9 


16.8 


14.0 


19.5 


MUtiafn 


4.3 


4.7 


10.7 


2.7 


1.9 


4.^ 


3.6 


Spina Bifida 


1.6 


0.0 


0.0 


0.0 


0.6 


12 


.5 


Blind or Daaf 


6.8 


7.0 


16.4 


13.1 


14.3 


18.1 


13.6 


Ralatad Condttiona Onh^ 
















Epilapay 


51 


100.0 


62.8 


57.3 


100.0 


0.0 


74.1 


Carabral Palay 


38.7 


0.0 


172 


42.7 


0.0 


0.0 


24.0 


Autiam 


10.1 


0.0 


92 


0.0 


0.0 


0.0 


5.4 


Spina Bifida 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


Blind or Daaf 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


0.0 


Total f^ldants wWi MR/RC 
















Epilapay 


22.8 


17.1 


24.8 


31.0 


41.1 


38.9 


29.6 


Carabral Paiay 


6.1 




13.4 


15.5 


12.3 


10.1 


11.7 


Autiam 


4.3 


^1 


M 


2.6 


2.3 


3.7 


3.5 


Spina Bifida 


0.5 


0.3 


0.7 


0.3 


0.8 


0.6 


.5 


Blind or Daaf 


3.0 


42 


6.4 


7.4 


102 


12.6 


72 



Nofi . Blindn«M h d«flrv«d m inability, witti um of oonwotiv* Iwimm, to racognb:* (booauM of visual acuity) familiar paopic at 
a cHatanoa of 2 or 3 faaL Daafnaaa ia dafinad at Inability, with a liaaring aid, to iMar thingt aald to him or bar Data on 
'raiatad oondltiona only* ara parcartt of raaidant* rapoitad not to hava manlai ratardation within aaeh of fiva lypaa of ralatad 
oonditlon, who hava tha addlUonal condition Hatad. Within groupa, oolumna do not always total lOOK baoauaa aoma raaidanta 
wHh raiatad oondltiona only had mora than ona IMad. Total raaidanta with MR/RC inoludaa paroantaga of all raaidantt with 
and without MR wtw hava tha Hatad oondltiona. Only 33 aample mambara (out of 3,616 total) wara indlcatad to hava 'raiatad 
oondltiona only.* 

Age Dt9trlbutton of A«t/den(t 

Tables 15, 16 and 17 present estimates of the age distribution of persons with mental retardation 
and related conditions in mental retardation faciiitie&. Age distritMJtion estimates are provided for all 
residents and separately for those with mild/moderate levels of mental retardation, those with 
severe/profound mental retardation, and those who only had related conditions. It should be noted 
that the exclusion of facilities with 1 or 2 residents .'tnd the general unden'epresentation of other small 
"family care' facilities has likely caused some degree of underestimation of the proportion of children 
and youth in mental retardation facilities. This was due to the somewhat greater proportion of children 
and youth in small family care settings than in other facilities (51% greater than all other facilities in the 
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1982 NCRF, Lakin, Hill, & Brulnlnks, 1985). Based on statistics from the 1982 NCRF It would appear 
llkeiy the proportion of children and youth in all residential facilities In 1987, including those of 1 and 
2 residents, was greater than the 15.5% estimated In the NMES. Adjustments for the undercounted 
smaller facilities and the eliminated 1 and 2 person placements, based on NCRF would suggest that 
chikJren and youth (21 years and younger) made up 18.5% to 19.5% of the population of mental 
retardatkMi facilities. While not insignificant, this magnitude of undercounting is relatively minor for the 
sake of this discussion. It is assumed that the estimates of the ages of the residents of mental 
retardation facilities obtained from NMES were generally accurate for facilities of 16 or more residents. 

Like earlier studies, the NMES showed clearly the oven^imingly adult population in mental 
retardatkxi facilities. It estimated that only 15.5% of persons with mental retardation and related 
conditk)ns in mental retardation facilities were persons 21 years and younger. Even the adjusted 
estimate of 18.5% to 19.5% was considerably less than the 24.8% found in the 1982 NCRF and 37.4% 
found in the 1977 NCRF (l^in. Hill, & Bruininks. 1985). Data suggested continued decreases in the 
proportton and actual number of both children (0-14 years) and adolescents (15-21 years) In mental 
retardatton facilities. The 1982 NCRF indicated that 9.1% of reskients were children (0-14 years) as 
compared with 4.6% in the 1987 NMES. The 1982 NCRF facilities indicated 15.5% of residents were 
adolescents (15-2^ years), as compared with 10.8% in the 1987 NMES. 

At the other end of the life span populations of mental retardation facilities are aging. According 
to NMES 5.5% of mental retardattor » facility residents were 65 years or older. This compares with 5.0% 
§2 years or older in the 1982 NCRF and 4.1% in the 1977 NCRF (Lakin, Hill, & Baiininks, 1985). The 
middle-age bracket also continued to increase, with 19.9% of residents 40-62 years in 1977, 23.3% of 
residents 40-62 years in 1982. and 27.5% 40-64 years in 1987. 

Age distributtons within large and small facilities were quite similar. Private for profit faciin 
had the highest proportton of okJer residents, private nonprofit facilities had the highest proportion of 
younger reskients. Only 13.6% of the population of large govemment facilities was made up of persons 
21 years or younger. This compared with 22.0% in the 1982 NCRF and 35.8% of the 1977 NCRF. ICF- 
MR facilities had smaller proportions of children and youth than non-ICF-MR facilities (13.7% and 18.4% 
respectively). They also had a higher proportton of persons 65 years or older (5.8% vs. 4.8%). 

Restoent age distributions were associated with level of retardation. Resident populations 
indicated to have mild or moderate levels of retardatton contained tower proportions of children and 
youth than dkl the populattons indicated to be severely or profoundly mentally retarded (1k.2% vs. 
17.9%). This was not only generally tme, but was tme within all facility sizes and types. Conversely, 
higher proporttons of older mental retardation facility reskients were indicated to be mildly or moderately 
mentally retarded than were indicated to be severely or profoundly mentally retarded. Of all 
miklly/moderately retarded residents 9.4% were persons 55-64 years, and 6.7% were persons 65 years 
or older. Of all severely/profoundly retarded residents, only 6.3% were persons 55-64 years, and 4.3% 
were 65 years or older. These differeiices reflect the tower life expectancy of persons with profound 
mental retardatton. But the generally increasing life expectancy of persons with mental retardation, the 
current efforts to avoid their unnecessary placements in nursing homes, and the presence in mental 
retardatton facilittos of about 20,000 persons in the 55-64 year age range will produce a great increase 
in the elderly population of mental retardation facilities by the end of this century. 

The concentration of the residential population in early adulthood (22 to 39 years) was notable. 
Whito only 30.8% of the U.S. population was between 22 and 39 years at the time of this study, an 
estimated 51.6% of the populatton of mental retardatton facilities in 1987 was in young adulthood. This 
bulge is the result of placement factors such as the relatively tow placements of children and youth in 
residential settings, and relatively high numt>ers of placements of older people with mental retardation 
and related conditions in nursing homes, an estimated 13,000 according to the 1985 National Nursing 
Home Survey. 
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T«bl« IS: Ao« Distribution ol RMldtnt* of Monlid fUtordttlon PmIIMm by L«voi of Rttardttion and Pacllfty Oporclion 



MOTtoltv rwtardod 

Bofdofilno/Mlld/Modofrto 

0-14 ytm 

15-21 ytart 

22-39 ytart 

40-54 ytart 

5544 ytara 

054- ytaii 

8evor#/Profound 
0-14 ytart 
15-21 ytani 
22-39 ytart 
40-54 ytart 
55^ yean 
554- ytara 

Raiatod CondHlont Only 

0-14 yaara 
15-21 yaara 
22-39 yaara 
40^54 yaara 

55- 54 yaara 
654^ yaara 

Total MR and RC 

0-14 yaara 
15-21 yaart 
22-39 yaara 
40-54 yaara 
55-64 yaan 
65-f yaara 





Prlv«l« fof Profit 






Prlv«l« NortProOt 






PuWIO 






All FtellitiM 




15- rM. 


le-f rM. 


Total 


15- rM. 


164- rM. 


Total 


15- rM. 


ie-»- rM. 


Total 


15- rM. 


164- rM. 


Total 


6,8 


23 


4.2 


.1 


5.1 


2.2 


4.0 


3.9 


3.9 


2.6 


3.6 


3.3 


6.8 


4.2 


5.3 


9.1 


18.3 


13.0 


8.2 


5.7 


6.1 


8.2 


9.4 


6.9 


40.1 


43.2 


41.8 


58.9 


48.2 


54.4 


43.1 


51.0 


49.6 


51.4 


47.6 


49.2 


24.8 


27.4 


26.2 


22.9 


20.7 


22,0 


26.2 


16.6 


18.3 


23.9 


21.4 


22.5 


10,7 


14.1 


12.6 


7.0 


6.4 


6.7 


10.5 


9.6 


9.9 


6.5 


10.1 


9.4 


11.2 


8.8 


9.9 


2.0 


1.3 


1.7 


6.0 


13.0 


12.0 


5.4 


7.8 


6.7 


7.9 


9.8 


9.2 


3.8 


11.9 


7.9 


12.5 


3.4 


3.9 


6.7 


5.3 


5.6 


17.1 


14.3 


15.2 


12.1 


16.4 


14.3 


8.4 


10.9 


10.8 


13.0 


12.1 


12.3 


S0.0 


52.0 


51.3 


81.9 


44.3 


52.8 


37.7 


56.0 


54.9 


53.5 


54.0 


53.9 


14.8 


14.8 


14.7 


18.0 


18.1 


18.0 


23.2 


18.2 


ie.b 


16.0 


17.7 


17.8 


5.9 


5.7 


5.6 


3.5 


6.5 


6.1 


10.5 


6.2 


6.4 


5.6 


6.4 


6.3 


4.3 


3.6 


3.6 


.8 


.9 


.8 


7.7 


5.3 


5.4 


3.2 


4.5 


4.3 


13,4 


0.0 


6.8 


0.0 


13.4 


11.9 


0.0 


0.0 


0.0 


11.6 


5.7 


7.7 


0.0 


33.7 


16.5 


0.0 


8.3 


7.3 


0.0 


0.0 


0.0 


0.0 


17.2 


11.6 


41,3 


10.5 


26,3 


0.0 


34.7 


30.8 


0,0 


0.0 


0.0 


36.8 


19.1 


24.7 


10.4 


0,0 


5.3 


100.0 


13.5 


23.2 


0.0 


%.4 


92.4 


20.6 


11.2 


14.2 


13.0 


33,9 


23.2 


0.0 


30.1 


26.7 


0.0 


0.0 


0.0 


11.5 


26.6 


21.7 


21.9 


21.9 


21.9 


0.0 


0.0 


0.0 


0.0 


67.6 


87.6 


19.4 


20.3 


20.0 


7.2 


S.6 


6.3 


1.2 


8.0 


4.3 


8.9 


3.5 


3.9 


4.2 


4.8 


4,6 


10.1 


9.1 


9,5 


10.0 


17.4 


13.4 


8,3 


9,8 


9.7 


9.9 


11.2 


10.8 


43.5 


46,6 


45.3 


59.7 


46,4 


53.8 


40.0 


54.8 


53.7 


52.0 


51.5 


51.6 


20,9 


21,3 


21.1 


21.5 


19.5 


20.6 


25,3 


17.9 


16.5 


21.6 


16.9 


19.8 


9,1 


10.7 


10.0 


5.9 


7.8 


6.7 


10.5 


6.9 


7.2 


7.5 


7.8 


7.7 


9,1 


6.7 


7.7 


1.6 


1.1 


1.4 


7.0 


7.0 


7.0 


4.8 


5.6 


5.5 



|slo(at , Bordarilna/Mlld/Moderata category Includat 2.5% of aatltnated populallon which was reported to be mentally retarded, but whose level of retardation wm not reported. The 'related 
conditions only' category Is based on only 33 (of 3,818 total) tample members. 
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T»bl« 18: Ao« attribution o» Rwldento of M«rrt«l FWtardrton FacllltiM by L«v«l of Retardation and Certification Statua 



ICF-MR Cartifleation Statua 



ICF.MR Cattiflad 



MantaMv Ratardad 

Bordarilna/Mtld/Modarata 

0-14 yaara 

15-21 yaara 

22-39 yaara 

40-54 yaara 

55^ yaara 

65+ yaara 

Savara/Profourid 
0-14 yaara 
15-21 yaara 
22-39 yaara 
40-54 yaara 
5544 yaara 
65+ yaara 

Ratatad CondlMona Only 



15- raa. 



1.5 
9.1 
49.2 
27.3 
7.8 
5.1 



2.7 
8.1 
60.3 
19.2 
6.4 
1.3 



0-14 yaara 


0.0 


15-21 yaara 


0,0 


22-39 yaara 


100.0 


40-54 yaara 


0.0 


55-64 yaara 


0.0 


65+ yaara 


0.0 


Total MR and RC 




0-14 yaara 


2.0 


15-21 yaara 


6.6 


22-39 yaara 


54.0 


40-54 yeara 


23.8 


55-64 yaara 


6.0 


65+ yaara 


3,5 



18+ raa. 



3.8 
8.8 

50.2 
19.5 
9.8 
10.2 



4.7 
10.9 
54.6 
18.4 
6.8 
4.6 



0.0 
16.3 
17.1 
21.1 
24.1 
21.4 



4.4 
9.6 

53.3 
16.7 
7.5 

6.3 



Total 



3.0 
7.3 
49.9 
21.8 
9.3 
8.7 



4.5 
10.7 
55.1 
18.5 
8.7 
4.5 



0.0 
14.1 
26.4 
18,2 
20,8 
18.5 



4.0 
9,7 
53.4 
19.5 
7.6 
5,6 



15- raa. 



3.1 
7.9 
52.3 
22.5 
8.8 
5.5 



9.1 
18.0 
49.4 
17.2 
4.0 
4.4 



14.4 

0.0 
23.0 
25.0 
14.0 
23.6 



5.2 
10.4 
51.0 
20.6 
7.2 
5.4 



NotCertiflad 



AH Facllltlaa 



18+ raa. Total 



4.0 

13.0 
44.1 
23.8 
10.4 
4.7 



9.9 

20.6 
49.4 
12.2 
5.3 
2.3 



12.2 
16.2 
21.3 
0.0 
29.3 
16.9 



6.1 
15,6 
45.5 
19.6 

9.0 
4.2 



3.5 
10.1 
46.8 
23.1 
9.5 
5.2 



9.5 
16.1 
49.4 
15.0 
4.5 
3.5 



13.2 
9.9 
22.1 
11.4 
22.3 
21.1 



5,8 
12.6 
46.5 
20.3 
6.0 
4.6 



15- raa. 



2.8 
6.2 
51.4 
23.9 
8.5 
5.4 



8.7 
13.0 
53.5 
16.0 
5.6 
3.2 



11.8 
0.0 
36.8 
20.6 
11.5 
19.4 



4.2 
9,9 
52.0 
21.8 
7.5 
4.8 



16+ raa. 



3.8 
9.4 
47.6 
21.4 
10.1 
7.8 



9JS 
12.1 
54j0 
17.7 
6.4 
4.5 



5.7 
17.2 
19.1 
11.2 
26.6 
20.3 



4.6 

11.2 
51.5 
16.9 
7.6 

5.8 



Total 



3.3 
8.9 
49.2 
22.5 
9.4 
6.7 



5.6 
12.3 
53.9 
17.8 
6.3 
4.3 



7.7 
11.8 
24.7 
14.2 
21.7 
20.0 



4.6 
10.6 
51.6 
19.6 
7.7 
5.5 



Notai. Bordarllna/Mlld/Modarata categoty Includaa 2.5% of astlmatad popuiatlon which waa raportad to ba mentally retarded, but whoae level of retardation waa not reported. 
TheVolatad condHlona only' category la based on only 33 of 3,616 total aampla membera. 



Tabid 17: Afla DIttributlon of Rttldtrrts of MonM Rutardatlon FacllW^ti by Ltvtl of Mtrrtal FWtardatlon wd Facility Siza 



Number of RaaldanH In Facllttv 



Mentalh/ Ralardad 
Bofdarilna/Mlld/Modara t» 

0-14 yaara 

1521 yaara 

22-39 yaara 

40-A4yaart 

55-64 yaari 

65+ yaara 
Savara/Prdound 

0*14 yaara 

15-21 yaara 

22-39 yaara 

40-54 yaart 

55-64 yaara 

65+ yaara 

Ralatad CondMons Only 
0-14 yaara 
15-21 yaara 
22-39 yaara 
40-54 yaara 
55^ yaara 
65+ yaara 

Total MR and RC 
0-14 yaara 
1541 yaara 
22-39 yaart 
40-54 yatfa 
55-64 yaara 
65+ yaara 



1-6 rea. 


7-15 res. 


16-75 res. 


76-299 ft. 


300-799 res. 


800-f res. 


Total 


7.0 


2.0 


7.7 


4.3 


3.4 


3.5 


3.3 


12.1 


6.2 


12.2 


12.5 


10.1 


6.2 


6.9 


52.9 


51.3 


44.2 


51.4 


57.4 


50.6 


49.2 


17.5 


25.1 


17.7 


20.6 


17.8 


21.1 


22.5 


5.1 


9.3 


10.0 


7.9 


6.1 


8.0 


9.4 


5.5 


42 


6.1 


3.4 


5.2 


6.4 


6.7 


9.1 


4.5 


13.6 


42 


3.5 


3.8 


5.6 


^^2 


9.0 


15.7 


12.6 


11.3 


9.2 


12.3 


54.1 


52.6 


40.3 


57.0 


58.7 


48.4 


53.9 


12.3 


23.3 


11.0 


19.0 


17.7 


23.0 


17.6 


3.5 


7.6 


9.3 


5.5 


5.3 


6.5 


6.3 


3.7 


^6 


9J 


1.6 


3.6 


7.1 


4.3 


19.4 


0.0 


0.0 


16.5 


0.0 




7.7 


0.0 


0.0 


15.6 


25.0 


0.0 




11.6 


50.4 


15.0 


7.9 


42.7 


0.0 




24.7 


15.1 


29.1 


10.7 


15.6 


0.0 




14.2 


0.0 


29.6 


492 


0.0 


0.0 




21.7 


15.1 


262 


16.4 


0.0 


100.0 




20.0 


7.0 


2.0 


7.7 


4.3 


3.4 


3.5 


4.6 


12.1 


B2 


122 


12.5 


10.1 


B2 


10.6 


52.9 


51.3 


M2 


51.4 


57.4 


50.6 


51.6 


17.5 


25.1 


17.7 


20.6 


17.6 


21.1 


19.6 


5.1 


9.3 


10.0 


7.9 


6.1 


8.0 


7.7 


5.5 


4.2 


6.1 


3.4 


5.2 


8.4 


5.5 



Notes . Bord«f«n«/Mild/Moders(te oetegory irKludes ^5% of estlmaitwi population which was reported to be mentally retarded, 
but whoee level o( retardation was not reported. The 'related conditions onV category ie based on only 33 of 3,616 total 
•ample memtMn. 

ActmiM of Dally LMng (ADLm) 

Tables 18, 19 and 20 present estimates of the proportion of residents witti mental retardation 
and related conditions who were reported to be able to perfomri activities of daily living independently, 
with special equipment, only with assistance or supennsion from other persons, or not at all. Estimates 
are presented by type of operation (Table 18), ICF-MR certification status (Table 19) and facility size 
(Table 20). 

B»thlngl9how9rlng. An estimated 39.1% of persons with mental retardation and related 
conditions In mental retardation facilities were reported to be <il to bathe or shower independently. 
Large differences were noted within all three groupings of fh \ The group of residents reported 
as least likely to be able to bathe or shower independently wbiJ the residents of public institutions 
(22.2%); most lil<ely were the residents of small nonprofit facilities (63.2%). Subs antial differences were 
evident between large and small facilities generally (57.0% and 31.5%, respectively). Similar large 
differences were noted between ICF-MR certified facilHies (28.4%) and non-certified facilities (57.7%). 
Generally the larger the facility, the smaller the proportion of its residents indicated as being able to 
bathe or siiower independently. The primary exception was among the very smallest facilities (6 or 
fewer residents), which had somewhat higher proportions of dependent residents as indicated by all ADL 
ratings (and related impairments) than did facilities of 7-15 residents. 
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Dnulng. An estimated 45.6% of residents with mental retardation and related conditions were 
reported to be able to dress themselves without assistance or supen^ision. Substantial differences were 
noted in the proportion of residents in different types of facilities able to dress themselves independently. 
Only 27.3% of residents of public Institutions wore reported to dress with assistance, as compared with 
67.7% of snwil nonprofit facility residents. Rates of Independent dressing were much lower In ICFs- 
m than in non-certified facilities (36.2% versus 6Z2%), but were not appreciably different between small 
ICFs-iy/IR and small non-certified group homes (61.8% aruJ 63.1%, respectively). With the exception of 
the smallest facilities (6 or fewer residents), which had somewhat more impaired populations than the 
7-15 resident group homes, as facility size increased reported independence in dressing decreased, 
from 68.4% of residents of facilities with 7-15 residents to 25.9% of residents of facilities with 800 or 
more residents. 

TollMng. Over two-thirds of the residents with mental retardation and related conditions were 
reported to be able to use the toilet independently. Over half the residents of all types of facilities were 
reported to be independent in toileting, ranging from 51.7% of public institution residents to 90.1% of 
residents of small, private nonprofit group homes. The difference between ICFs-MR and noncertified 
facilities in the proportion of residents independent in toileting was also substantial (59.1% and 83.7%). 
However, no differences were noted between small ICFs-MR and small noncertified group homes (86.6% 
and 85.7%. respectively). An estimated 9.4% of residents were reported to not use the toilet at all. 
Proportions ranged from 16.1% of public institution residents to 1.2% of small, private nonprofit facility 
residents. An estimated 2.1% of small facility and 1Z5% of large facility residents were reported not to 
use the toilet, with the highest proportion in facilities of 300 or more residents (14.3%). 

Getting In and out of b9d. An estimated 80.3% of residents with mental retardation and related 
conditions were reported to be able to get in and out of bed independently. Reported rates varied from 
68.9% of public institution residents to 96.6% of small, private noriprofit facility residents. Three-quarters 
(74.4%) of large facility residents and 94.0% of small facility residents were reported to be able to get 
out of bed independently. While the proportion of all ICF-MR residents able to get out of bed 
independently was consistently lower than the proportion of noncertified facility residents (74.3% and 
90.7%, respectively), a slightly higher prt)portion of residents of small ICFs-MR than residents of small 
noncertified group homes were reported to be able to get out of bed independently (96.6% and 92.7%, 
respectively). An estimated 4.6% of mental retardation facilities residents were reported to not assist 
in getting themselves out of bed even with the support of another person or of equipment. The highest 
proportion of the individuals who were reported to be totally dependent in getting out of bed was in 
large public institutions (7.0%); the lowest proportion was in small private nonprofit facilities (.5%). 

F—dIng Mlf. An estimated 77.2% of residents with mental retardation and related conditions 
were reported able to feed themselves without assistance. Proportions of residents eating independently 
ranged from 64.6% in state institutions to 92.9% in small, private nonprofit facilities. Large facility 
residents were reported to be independent In eating considerably less often than were small facility 
residents (71.5% and 90.7%, respectively). ICF-MR residents were considerably less often reported as 
independent than were non-ICF-MR residents (70.1% and 89.5%, respectively), although little difference 
was noted among residents of small ICF-MR and small non-ICF-MR facilities (88.9% and 91.8%). An 
estimated 6.6% of mental retardation facility residents were reported to be unable to feed themselves 
even vtrith the supendsion or assistance of another person or equipnnent This group included 11.4% 
of public institution residents, 9.2% of ICF-MR residents, and 8.9% of larger facility residents (i.e., 16 or 
more residents), but only 1.3% of residents of facilities with 15 or fewer residents. 

Walking across room. Most residents with mental retardation and related conditions were 
reported to be able to wallc across a room without physical assistance from other people or equipment. 
Another 1.2% were reported able to do so with the aid of equipment, but without assistance from 
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another person. Ambulation with the assistance of another person (Independent with or without 
equipment) was reported for two-thirds (67.2%) of the residents of public institutions and 94.7% of the 
residents of small, private nonprofit facilities. Residents of large facilities were much less likely to be 
reported as ambulatoiy without personal assistance than were residents of small facilities (72.7% and 
92.1%, respectively). Residents of ICFs-MR were less likely to be ambulate^ than residents of 
noncertified facilities (71.9% and 90.0%, respectively), except again that small \C¥-m and small 
noncertified facility residents were reported to be very similar on this variable (93.9% and 91.2%, 
respectively). The proportion of residents reported to be unable to walk across the room even w<th the 
assistance of another person or equipment was highest among public institution residents (21.4%), 
large facility residents (17.5%), especially facilities of 76 or more resklents (20.5%), and ICFs-MR (17.7%). 
Proportions of these functbnally nonambulatory reskjents were k>west among small facilities generally 
(2.9%) and especially small ICF-MR certified facilities (1.3%). 
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Table 18: Adh/Hles of Dally Living of Residents of Mental Retardation Facilities by Facility Operation 



Facility Operatten 







rrivaie lor rrotw 






DrkiA#A MAnPrAfU 












AN pAellttlAA 




15-ree. 


164* ree. 


Total 


15- ree. 


16+ ree. 


Total 


15- ree. 


16+ ree. 


Total 


15- ree. 


16+ ree. 




Btfthlnfl Of Show^flfKJ 


















11 A 


No difRcufty w/o help 


52.9 


38.6 


44.2 


62.3 


oz.z 


97,6 


AA 7 

44,f 


AA A 

zz.z 


CO.V 


Or .u 


09. 1 


Received MsMance or 


47.0 


61.4 


95.6 


A9 9 

oil 


47.6 


42 .3 


00.3 


77 A 


7A 1 


A^ A 

43.U 


AA A 


AO O 


eupefvielon 




















n n 


OO 
U.v 


00 


Usee speolal equipment 


0.0 


0.0 


A A 
0.0 


4 
.1 


A A 
0.0 


0.0 


u.u 


n n 


n n 

u.u 


/no other assistance 


























Dreeslna 


















A(l A 


A9 A 






No dWIculfy w/o help 


56.3 


50.9 


53.1 




KA A 

99.0 


A4 IF 
63.7 


57.1 


A 

27.3 


lA J 

o8.4 


JK A 

49.0 


Received asslt^ sice or 


43.5 


49.1 


46.6 


32.3 


40.6 


30,2 


42.1 


TA 7 

7Z.7 


7A A 

fO.4 


17 9 


A1 A 


Al 1 


supervielon 




















UtC. 


OO 
u.u 


O 1 

U. 1 


Usee speolal equlpnient 


0.2 


0.0 


A 4 
0.1 


0.0 


0.2 


0.1 


n A 

U.O 


U.U 


U.£ 


/no other assistance 


























Uslna the Toilet 




















80.0 


00.4 


00.1 


No difficulty w/o help 


OI.D 


70.5 


A 

79.0 


90.1 


7K A 

79.9 




7Q a 


K1 7 

01 .r 


53.9 


Received assistance or 


19.3 


20.2 


16.6 


6.4 


16.9 


13.2 


4 A K 

1Z.5 


AO A 

32.Z 


*1A A 

90.O 


11 .9 


07 A 

Zr.O 


99 A 


eupeivlsion 


























Usee special equipment 


0.2 


0.2 


0.2 


A t 

0.3 


0.0 


A A 

0.Z 


A A 

0.0 


U.l 


A O 

o.z 


O A 
U.4 


n 1 

U.l 


O 9 


/no ottier assistance 


























Did not do at all 


1.9 


9.1 


6.2 




5,3 


A 4 

3.1 


A A 

6.6 


4 A 4 

16.1 


15.4 


A 4 

Z.I 


40 e 
l2.9 


A J 
W.4 


QetHna In/Out of Bed 


















7n 9 


Ol O 
94. U 


7 J A 
f 4.4 


AO 1 


No difficulty w/o help 


92.5 


78.9 


84.4 




OA 1 


Vl.9 


AC Q 

D0.9 


AA Q 

Do .9 


Received assistance or 


6.2 


14.2 


10,9 


2.6 


11.0 


0.8 


A K 

9.5 


Ail A 

Z4.0 


AA A 

2Z.9 


A 7 

4.7 


4A A 

19.9 


1A 4 

lOil 


eupeMelon 


























Ueee special equipment 


A A 

0.0 


.Z 


.1 


.1 


A A 

0.0 


A 

.U 


no 


A 

.U 


.0 


O 


4 

,1 


.1 


/no other assistance 


























Old not do at all 


1.3 


6.7 


4.5 


.5 


A 4 

2*1 


I.Z 


A A 

4.0 


7 A 

7.0 


A A 


4 9 

1 .o 


A A 

O.U 


J A 

4.0 


Feedlna SeK 


























No dmicuny w^o neip 




r O.r 






04.4 




ftj 7 


A^ A 


AA 9 


on 7 


71 A 

r 1 .9 


77 9 
r r .ft 


Received assistance or 


9.0 


i4.o 


1Z.9 


a A 


n .8 


A A 

0.0 


W.I 




iX»0 


7 A 


1o 9 


1 A A 

19.0 


supervision 


















A 








Uses special equipment 


A A 

O.U 




o 


A 


.1 


9 




A 


9 






/no other assistance 


























Did not do at all 


1.3 


A IK 

6.5 


4.4 


.4 


A A 

3.9 


A A 

Z.O 


A A 


ii A 

n .4 


1 1 .u 


4 <1 

1,3 




A A 

O.O 


Walklna Across Room 


























No difficulty w/o help 


89.3 


76.2 


81.5 


94.0 


82.5 


88.7 


83.4 


66.0 


67.4 


91.2 


71.4 


77.3 


Received assistance or 


5.7 


8.5 


7.4 


3.9 


6.4 


5.0 


8.5 


11.3 


11.1 


5.0 


9.0 


0.4 


supervielon 


























Uses special equipment 


1.0 


1.2 


1.1 


0.7 


1.8 


1.2 


1.9 


1.2 


1.3 


0.9 


1.3 


1.2 


/no other assistance 


























Did not do at alt 


4.0 


14.1 


10.0 


1.5 


9.2 


5.0 


6.3 


21.4 


20.3 


2.9 


17.5 


13.2 
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Tabl« 19: AdlvHIw ct Dalty LMng <A Residents ol Mental RotardaHon FacllKiea by CartWIcatlon Statua 



ICF-MR CftWIoatten 8tatut 



ERIC 



, Ky*MR Cartiflad NotCfttflad All Facilttlaa 

tSSm i&JSL le+jfa, latal 15- rat. 16^ raa. Total 15- raa. 16-f rat. TotaT 

Baching of Showtrinci 

No dNHeulty w/o halp n.9 23.6 2S.4 W.5 56.9 57.7 57.0 31.5 391 

Raeatvad aaaManoa or 46.0 76.2 71.6 41.5 43.1 42.3 43.0 68.5 60*9 
•upatvlalon 

Uaaa apaolai aqulpmant /no .1 Q.o .q q.O 0.0 0.0 0.0 0.0 0.0 
othar aaalatanca 

Draaalng 

No dWflculty w/o halp 61.r 31.6 36.2 63.1 61.1 62.2 62.6 38.4 456 

Racalvad aaalatanca or 38.0 68.4 63.6 36.8 38.7 37.7 L 2 61.5 54*3 
aupafvlalon 

Uaat apacia! aqulpmant /no .2 0.0 .0 .1 .2 2 0.2 0.0 0.1 
othar aaalatanca 

Uatno tha Tollat 

No dWIcuRy w/o halp 86.6 54.2 89.1 85.7 81.2 83.7 86.0 60 4 681 

Racalvad aaalatanca or 12.2 31.1 M.2 11.2 13.4 12.1 11.5 27.0 22 4 

aupafvlalon 

Uaaa apaclal aqtilpmant /no .2 .1 .1 .4 q.O 2 0.4 0.1 02 
othar aaalatanca 

Did not do at aH 1.0 14.6 12.5 2.6 5.5 3.9 2.1 12.5 9.4 
Patting In/Out of Bad 

No difficulty w/o halp 96.6 70.3 74.3 92.7 88.2 90.7 94.0 74 4 803 

Racalvad aaalatanca or 2.6 23.3 20.2 5.7 7.0 6.3 4.7 19 5 15 1 

aupafvlalon 

Uaaa apaclal aqulpmant /no .2 .0 .0 0.0 .2 .1 .0 .1 t 
othar aaalatanca 

DW no* do at an .6 6.4 5.5 1.6 4.6 2.9 1.3 6.0 4.6 
Faading 8alf 

No difficulty w/o halp 88.9 66.8 70.1 91.8 88.9 89.5 90.7 71 5 770 

Racalvad aaalatanca or 10.4 21.8 20.1 6.5 10.7 8.4 7.8 19.2 15 8 

aupaivlalon 

Uaaa apaclal aqulpmant /no .6 .6 .6 0.0 0.0 0.0 2 4 4 
othar a»$l8tanca 

Did not do at all .2 10.8 9.2 1.9 2.4 2.1 1.3 8.9 6.6 
Walking Acroaa Room 

No difficulty w/o halp 92,8 66.4 70.5 90.3 87.7 89.2 91.2 714 773 

Racalvad aaalatanca or 4.7 11.4 10.4 5.2 4.4 4.8 5.0 9 8 6 4 

aupa«vl9lon 

Uaaa apaclal aqulpmant /no 1,1 1.5 1.4 .9 .8 .6 0.9 1.3 12 
othar aaalatanca 

Did not do at all 1.3 20.7 17.7 3.6 7.1 8.2 2,9 17,5 132 



Tabto 20: Acth^ of Daily Living of Ro«ld«ntt of M«nUI R«tord«tion FacilHJot by Facility Siza 



Number of Ratldanti In Facility 



Activitiat 


1-6 rat. 


7-15 rat. 


16-75 rat. 


76-299 rM. 


300-799 rat. 


fiOO-f t6t 


Total 


Bithlna or Showarina 
















No difficulty w/o halp 


S0.1 


62.3 


46.1 


30,5 


21.1 


26.4 


38.1 


Pvjcalvad aaaManca or 
















•uparvialon 


49.9 


37.6 


51.9 


69.5 


78.9 


73.6 


60.9 


Utat apaoial aqulpmant/ 
















no othar aMlatanoa 


0.0 


,i 


0.9 


0.0 


0,0 


0.0 


0 


Draatlnfl 
















No difficulty w/o halp 


55-2 


68.4 


55.3 


40.9 


273 


25.9 


456 


Racaivad aaaiatanoa or 
















auparvialon 


44.6 


31.5 


44.7 


59.0 


72.7 


74.1 


54.3 


Uaat apacial aqulpmant/ 
















r>o othar aMlatanoa 


2 




0.0 






0.0 


1 

, 1 


Using tha Tollat 
















No difficulty w/o halp 


90,B 


90.0 


75.0 


S04 


506 


57 8 


68 1 


Racaivad aaalatanca or 
















auparviaion 


16,7 


7 6 


173 


264 


anO 


27 8 




Uaat apacial aqulpmant/ 
















no othar aaaiatanoa 




.5 


0.0 


.1 




0.0 




Did not do at all 


2.3 


20 


7.7 


14 1 


Id *^ 


14 a 


0 4 


Oattina In/Out of Bad 
















No difficulty w/o halp 


92.8 


94.9 


85.4 


707 

# v.r 






fio a 


Racaivad aaahrtanca or 
















auoarvlalon 


56 




11 ft 


91 1 

mil .1 




1ft ^ 


lO,1 


Uaaa apacial aqulpmant/ 
















no othar aaaiatanoa 


0.0 


.1 


2 


0.0 


.1 


0.0 


.1 


Did not do at all 


1 7 

1 .# 


1 0 


O 7 




D.I 


7 7 


A it 


Faading 8alf 
















No difflcutty w/o halp 


88.5 


92.4 


S3.6 


69.2 


64.6 


fid 0 


w f tmm 


Racaivad aaalatanca or 
















•upatviaion 


9.8 


6.3 


11.3 


21X0 


24.6 


ifi a 


15 8 


Uaaa apacial aqulpmant/ 
















no othar aaaiatanoa 


.3 


.1 


.3 


A 


.5 


.8 


.4 


Did not do at all 


1.5 




4.6 


10.4 


10.3 


10.9 


6.6 


Walklna Acroat Room 
















No difficuity w/o halp 


88.1 


92.8 


82.2 


68.6 


65.7 


70.3 


77.3 


Racaivad aaaiatanoa or 
















•uparviakxi 


ao 


4.3 


6.9 


10.1 


11.5 


10.7 


6.4 


Uaat apacial aqulpmant/ 
















no othar ataiatanoa 


.8 


1.0 


1.4 


1.1 


1.9 


0.0 


^2 


Did not do at all 


4.1 


2.0 


9.6 


202 


20.9 


19.0 


132 



Initnimental Aeth/ltle$ of Dally Living (IADLm) 

Tables 21. 22 and 23 present estimates of the proportion of persons with mental retardation and 
related conditions in mental retardation facilities who were reported to peilomi different instrumental 
activities of daily living independently (with or without difTicutty). with help, or not at all. Estimates are 
presented by type of operation of facilities (Table 21). ICF-MR certification status (Table 22). and facility 
size (Table 23). 

(/«• of MaphoM. An estimated 25.8% of residents of mental retardation facilities were reported 
to use a telephone independently. Another 25.5% were reported to use a telephone with assistance. 
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Independent telephone use was lower in larger facilities (16+ residents) than in smaller facilities (20.5% 
and 38.5%, respectively). It was lowest in large public facilities (8.5%) and highest in small, private for 
profit facilities (42.3%). ICFs-MR had a much lower proportion of people reported to use the telephone 
independently than did non-certified facilities (15.6% and 41.f^%, respectively), but no difference was 
found between small ICFs-MR and small noncertified facilities (38.7% and 38.5%, respectively). An 
estimated 48.7% of persons with mental retardation and related conditions were reported not to use a 
telephone at all, even with 'help of any kind.' By far the largest proportion of persons never using the 
telephone lived in large public facilities (73.9%); the smallest proportion lived in small, private nonprofit 
facilities (23.9%). While a much larger proportion of ICF-MR residents were reported to never use a 
telephone than residents of noncertified facilities (61.0% and 29.8%, respectr/ely), the proportions were 
essentially equal for small facilities with and without ICF-MR certification (28.8% and 27.7%, respectively). 

Maimglng money. An estimated 11.4% of persons with mental retardation and related 
conditions in mental retardation facilities were reported to manage their money Csuch as keeping track 
of expenses or paying bills') without assistance. Persons reported independent in managing their 
mon«y included 16.6% of smaller facility residents and 9.3% of residents of larger facilities (16+ 
residents). The smallest proportion of residents independently managing their money was reported by 
public Institutions (5.1%); the largest was in small, for profit facilities (26.9%). An estimated 27.8% of 
all residents were reported to manage money with assistance. Substantial differences were reported 
between larger and smaller facilities (21.3% and 43.2%, respectively). An estimated 60.8% of residents 
did not parttoipate in money management activities. Large public facilities had the highest proportion 
of residents who were not involved in either independent or assisted money management (81.2%), while 
small private facilities had the lowest (38.9%). ICF-MR residents were much less likely than non-ICF- 
MR facility residents to be involved in managing their own finances (70.8% and 45.5%, respectively), 
although no differences were noted between small ICF-MR and small non-ICF-MR facilities (40.9% and 
40.0%, respectively). 

Shopping for peraona/ ftems. An estimated 15.6% of residents of mental retardation facilities 
were reported to 'shop for personal items such as toilet items or medteines' without help. Proportions 
of people reported to shop for personal items independently ranged from 6.0% of residents of large 
publto facilities to 31.3% of reskJents of small for profit facilities. An estimated 12.3% of all large facility 
residents and 23.6% of all small facility residents were reported to be independent in this activity. ICF- 
MR rosklents were considerably less likely to be independent in shopping for personal items than 
residents of non-ICF-MR facilities (8.7% and 26.4%, respectively). An estimated 45.6% of all residents 
of mental retardathxi facilities were reported not to rngage in shopping for personal items at all, even 
wifh assistance. Proportions of residents reported not to be involved in shopping for personal items 
ranged from 69.1% of large government facility residents to 20.1% of small, private nonprofit residents. 
Rates of independent and assisted involvement In sfiopping for persona! items were; considerably higher 
in private nonprofit facilities (75.7%), than in private for profit (63.7%), or puUtoty operated facilities 
(34.1%). A much smaller proportkm of ICF-MR resit^ents than non-ICF-MR residents were involved in 
shopping for personal items independently or with assistance (42.7% and 72.4%, respectively). 
However, no differences were found between small ICFs-MR and small noncertified facilities in the 
proportion of residents involved in shopping for personal items (76.3% and 75.6%, respectively). 

Use of p9non$l or public tnmporUVon. A substantial minority (17.3%) of residents of mental 
retardation facilities were reported to be independent in getting around the community by using personal 
or using publk: transportatkHi. Presumably few sample membens used personal transportation *to get 
around the community,' but the use of personal and public transportation was combined in the NMES 
instrument Persons reported to use personal or publk: transportation to get around the community 
included 12.8% of residents of larger facilities (16+ residents) and 28.0% of residents of small facilities. 
Lowest rates of independent use of personal or public transportation to get around the community were 
reported for residents of larger public facilities (5.8%); the highest rates were reported for residents of 
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small private for profit facilities. ICF-MR residents were much less likely to t>e able to use private or 
public transportation independently than residents of non-certified facilities (9.3% and 29.6%, 
respectively). 

An estimated 37.8% of residents of mental retardation facilities were reported not to get around 
the community *at all,' with or without assistance by using personal or public transportation. The 
highest proportion of these individuals were residents of public institutions (55.8%), the lowest 
proportions were in small public facilities (10.1%) and small, private nonprofit facilities (15.2%). There 
was a major difference in the proportion of residents of large (16+ residents) and small facilities who 
got around the community by driving or using public transportation independently or with assistance 
(46.1% and 17.9%, respectively). ICF-MR residents were much more likely than residents of noncertified 
facilities to not use private or publte transportation to get around town either independently or with help 
(48.0% and 22.0%, respectively). Differences between small ICFs-MR and non-ICFs-MR were negligible 
(16.8% and 18.4%. respectively). 

Notable differences were found among types of facilities in the extent to which assistance was 
provided to residents who were not independent to enable them to use private or public transportation. 
For example, of the residents of small for profit facilities who did not use private or public transportation 
independently (65.1% of all residents), only 62.8% were provided assistance whteh permitted them to 
engage in the activity. In contrast of the small private nonprofit facility residents who did not perform 
the activity independently (75.1% of all reskJents). 79.9% received assistance whteh pemiitted them to 
engage in the activity. Among small publtely operated facilities. 79.9% of residents did not perform the 
activity independently, but 87.5% of these individuals were reported to receive assistance which 
pemiitted them to engage in the activity. 
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Tabto 21: Performance of Instrumental AetMlet of Dally Living of Resldentt of Mental Retardation FacllHlee by Facility Operation 















Facility Ooeratlon 
















Prh/ata for ProfK 






Privala NonProfit 






Public 






All FaoHttlaa 




lACM. 

IMna T«l«Dhon« 
lnd«p«nd«nt 

WKhMp 
NotataH 


15- raa, 

42.3 
27.4 

30.3 


16-f raa. 

38.8 
26.6 
37.4 


Total 

38.1 
27.0 
34.8 


15- raa. 

38.2 
37.9 
23.9 


18-f raa. 

36.0 
29.8 
34.4 


Total 

37.2 
34.3 
<i8.4 


15- raa. 

27.3 
31.5 
41 .2 


16+ raa. 

8.5 

17.6 
73.9 


9.9 
18.6 
71.5 


IS- raa. 

38.5 
33.4 
28.0 


20.5 
22.1 
57.4 


Total 

25.6 
25.5 
48.7 


Manacrina Monav 
IndapandanI 
WRhhalp 
Not at all 


26,9 
33.5 
39.6 


18.9 
30.5 
52.7 


20.5 
31.6 
47.9 


9.4 

b2.4 
38.2 


11.0 
32.1 
56.9 


10.1 
43.8 
48.3 


17.3 
29.7 
53.1 


5.1 
13.7 
81.2 


6,0 
14.8 
79.2 


18.6 
43.2 
40.3 


9.3 
21.3 
69.4 


11.4 
27.6 
60.6 


ShoDolna for Paraonal 
Hama 

Indapandant 
WHhhalp 
Not at an 


31.3 
38.7 
30.1 


18.8 
41.4 

39.9 


23.3 
40,4 
36.3 


18.2 
81.7 
20.1 


23.1 
47.2 
29.7 


20.3 
55.4 
24.3 


24.8 
50.5 
24.9 


6.0 
24.9 
69.1 


7.4 
26.8 
65.9 


23.8 
52.2 
24.2 


12.3 
33.1 
54.6 


15.6 
38.7 
45.6 


Uting Own or Publlo 

TraniDortation 

Indapandant 

WHhhalp 

Not at all 


34.9 
40.9 
24.2 


22.2 
42.3 
35.5 


28.8 
41.8 
31.4 


24.9 
60.0 
15.2 


21.2 
48.1 
30.7 


23,3 
54.8 
22.0 


20,1 
69.9 
10.1 


5,8 
38.4 
55.8 


6.9 
40.7 
52.5 


28.0 
54.1 
17.9 


12.8 
41.1 
46.1 


17.3 
44.9 
37.6 



Table 22: Performance of Inetrumental AcUvMee of Dally Uvlng of Realdente 
of Mental Retardation FacllMee by Certification Statue 



ICF-MR CertWcatlon Statue 







ICF-MR CartHlad 






NotCartlfiad 






All FaeliHiaa 




lAOt 


15- ras. 


18-f raa. 


Total 


15- raa. 


18+ raa. 




15- ra;. 


18+ raa. 


Total 


Utina Talaphona 
















Indapandant 


38.7 


11.4 


15.8 


38.5 


44.9 


41.6 


38.5 


20.5 


25,8 


WHh halp 


32,6 


21.7 


23.4 


33,8 


23.1 


28,8 


33.5 


22.1 


25.5 


Not at all 


28.8 


66.9 


61.0 


27.7 


32.0 


29.8 


28.0 


57.4 


48.7 


Manaalna Monay 




















Indapandant 


12.5 


5.4 


6.5 


18.4 


19.5 


18.9 


16.8 


9.3 


11.4 


WHh halp 


46.6 


18.3 


22.7 


41,6 


29,3 


35.6 


43.2 


21.3 


27,8 


Not at all 


40.9 


76.2 


70.8 


40,0 


51.2 


45.5 


40.3 


69.4 


60.6 


Shopplna (or Paraonal Itama 




















Indapandant 


20,3 


8.6 


8.7 


28,1 


27.8 


26.4 


23.6 


12.3 


15,6 


WHh halp 


56,0 


30.1 


34,0 


50.5 


41.3 


46.0 


52,2 


33.1 


38,7 


Not at all 


23.7 


63.4 


57.3 


<','4 -■" 


30.9 


27.8 


24.2 


84.6 


45,6 


Using Own or Publlo 




















Transportation 




















Indapandant 


25.5 


8.4 


9.3 


29,1 


30.0 


29,6 


28.0 


12.8 


17.3 


WHh halp 


57.7 


39.9 


42,7 


52.5 


44.2 


48,5 


54,1 


41.1 


44,9 


Not at all 


16.6 


53.8 


48,0 


18.4 


25.7 


22.0 


17.9 


46.1 


37,8 



OtSTC8FYAVA!LABLE 




Table 23: P«rfonnanc« of ln«trum«atal ActtvltiM of Daliy Uvtng by R««ld«nt* 
of MonttI R«t«rd«tk>n FaollitlM by Paolllty 8lz« 



Number of R—ldwite In Facility 



lADL 1-6 W8. 7-1 S f«8. 16-75 fe«. 76-299 f— ■ 300-799 f». 800+ res. Total 

Utlng Talaphono 

Indapandtnt 34.3 41.6 40.6 17J 9.5 6.6 25.6 

WHhhaip 30.6 35.3 25.4 25.6 14.6 26.6 25.5 

Not at ail 34.9 23.1 33.6 57.0 75.9 66.9 46.7 

Manaalna Monav 

Indapondvnt 12.3 19.6 17.7 6.6 5.3 5JS 11.4 

WWihaip 37.9 47.0 30.6 2HM 10.7 19.0 27.6 

Not at all 49.6 33.4 51.8 68.6 83.9 75.6 60.6 

ShoDPlnfl for Paraonal Hems 

Indapandant 19.6 26.4 24.0 9.7 6.6 4.0 15.6 

Withhalp 53.4 51.4 46^2 34.7 20.5 26.1 38.7 

Not at all 27.0 22.2 27.6 55.6 72.7 69.6 45.6 

Uaaa Own or Public 
Tranaportatlon 

Indapandant 22.1 32.2 26.3 104 5.9 3.3 17.3 

Withhalp 56.1 62.7 49.3 40.7 33J2 44.3 44.9 

Not at all 21.6 15.1 24.4 46.9 60.9 52.4 37.8 

DMurblng Behavior and Moodt 

Tables 24. 25 and 26 present estimates of the proportion of residents with mental retardation 
and related conditions exhibiting certain types of disturbing behavior 'sometimes' or certain moods 
frequently.' Estimates are presented by facility type (Table 24). ICF-MR certification status (Table 
25). and facility size (Table 26). The statistics on disturbing behavior Included all members of the 
sample. Questions regarding 'moods' were not asked about residents with profound mental 
retardation. Unfortunately, the absence of frequency and severity indicators for these behaviors and 
moods makes interpretation of the statistics somewhat difficult. 

Gett up$9t/yll9. About half (51%) of residents were reported 'sometimos' to get upset and 
yell. ConskJerable consistency was noted across the different facility types on this variable. An 
estimated 49.6% of residents of small facilities and 51.6% of residents of large facilities exhibited 
such behavior on occasion. Small differences were noted between ICF-MR residents and those of 
noncertified facilities (53.6% versus 47.1%) and among facilities of substantially different sizes (50.1% 
in facilities of 6 or fewer reskjents and 56.4% in facilities with 800 or more residents). 

TrfM to hurt othan. An estimated 28.5% of residents were reported to sometimes attempt 
to hurt others physically. Again relatively consistent rates were reported across facility types. 
Private facilities noted rates somewhat k>wer than public facilities (24.5% and 33.9%. respeaively). 
Large facilities noted rates somewhat higher than small facilities (29.9% and 25.2%). Higher 
proportk>ns of ICF-MR resktents were reported to be aggressive toward others than were residents 
of non-certified facilities (31.7% and 23.6%). Comparable statistics from a 1979 National Survey of 
Residential Facilities (NSRF) indicated that 16.3% of 965 private facility residents and 30.3% of 953 
public facility residents attempted to injure others (Hill. Bruininks. & Lakin. 1983). 

THet to hurt aalf. An estimated 22.4% of reskjents with mental retardation and related 
conditions were reported 'sometimes' to try to hurt themselves. The proportion of residents 
attempting self-injury was somewhat higher In public facilities (28%) than in private facilrties (20%). 
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Differences between large and small facilities were relatively small (23.6% and 19.4%, respectively). 
Self-injurious behavior was reported to be more prevalent in ICF-s-MR (25.5%) than in non-certified 
facilities (17.6%). Comparable statistics on self-injury in the 1979 NSRF (asldng whet «r the 
individual has a 'problem' with self-injurious behavior) indicated episodes of self-injury among 22% of 
the public facility sample and 11% of the private facility sample (H.ll, Bnjin|nl(s. & LaMn, 1983). The 
proportional increase in prevalence of self-injury in private facilities sc^rm generally parallel with 
widespread movement of people with severe cognitive and behavioral impairments to community- 
based facilities since 1979. with the reported prevalence of self-injury among sample members with 
severe or profound mental retardation being 30% as compared with 17% for all other sample 
members. The overall increase in reported self-injury between the 1979 survey and the 1987 NMES 
was Wke^ affected by the distinction between a 'problem' with self-injury (as aske6 in the 1979 
survey) and 'sometimes exhibiting self injury* (as asked in NMES). 

Sl«a/t from ottwn. An estimated 15.7% of residents were reported to steal from others on 
occasion. Reported rates showed considerable consistency across facility types and sizes. Among 
large facilities, stealing was reported for 16% of residents as compared with 15% for small facility 
residents. ICF-MR rates were 17%, as compared with 14% in noncertified facilities. 

Exposes «e/r/Hat problem texua/ behavior. An estimated 12.4% of residents were reported 
to expose themselves or to exhibit other problem sexual behavior. While the proportion of residents 
exhibiting such behavior was slightly higher in public than in private facilities (14.7% and 10.7%), 
rates were very nearly the same in small and large facilities (12.1% and 12.5%). Slightly higher rates 
were reported in ICFs-MR than in noncertified facilities (13.7% and 10.5%). 

Gelt lott/wanden. An estimated 14.4% of persons with mental retardation and related 
conditions were reported to have problems with wandering and/or getting lost. Rates of reported 
problems of this type were quite consistent across the various types and sizes of facility. The lowest 
reported rate was 11.1% in larger for profit facilities: the highest was 16.8% in large public 
institutions. 

Unable to avoid dangeroue thingelplacee. An estimated 23.6% of residents were judged 
by careproviders to present problems because of their being unable to avoid dangerous things 
and/or places. This type of 'problem behavior* was directly related to severity of cognitive 
imiiairment. Waxes were higher in public institutions (31.8%), ICFs-MR (28.3%), and facilities with 300 
or more residsnts (33.0%). Although there were differences between small rrd large facilities in this 
reported problem (18.9% and 25.6%, respectively), the degree of difference, which might be 
expected to be reflected in requirements for supervision, was not notably large. On the other hand, 
different residential environments lii(ely pose different amounts of 'dangerous things and/or places' 
for residents to avoid. 

CrSee lor no apparent reaeon. An estimated 1Z5% of residents with mental retardation and 
related conditions were reported by careproviders to cry for long periods of time for no apparent 
reason. Differences in rates reported across facility types and sizes were relatively small. 

Moods 

Frequently worrled/apprehentlve. An estimated 31.4% of persons with mild to severe 
mental retardation or related conditions in mental retardation facilities were reported to be frequently 
worried or apprehensive. Reported rates were generally quite similar across facility types and sizes, 
although slightly higher among private facilities than public (32.7% and 28.0%). Estimated rates of 
frequent worry and apprehension were also consistent across facilities of different sizes. The 
notable exception was facilities with 800 or more residents, where the rate was less than one-half 
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those of other facilities. The low reported estimate of apprehension among residents of these 
facilities may have k)een affected by the relatively small number of remaining sample members when 
residents with profound mental retardation (63% of the totaO were excluded from the questions 
regarding mood. 

Fnqu^ntiy unrespon9lv or withdrawn. An estimated 18.5% of persons with mild to severe 
mental retardation or related conditions in mental retardation facilities were judged by their 
careproviders to be frequently unresponsive or withdrawn. Reported rates were generally similar 
across facility types with the lowest rates reported in small nonprofit facilities (14.6%) and the highest 
rates reported in public institutions (24.3%). Differences between ICFs-MR and other facilities were 
small. 

Frequently Impatient or annoyed. An estimated 42.5% of persons with mild to severe 
mental retardation or related conditions in mental retardation facilities were reported by their 
careproviders to be frequently impatient or annoyed. Reported rates were highest for public 
facilities, especially the large ones (50.7%). They were lowest in nonprofit facilities, especially the 
small ones (34.6%). 

Frequently tusp/c/out. An estimated 20.3% of persons with mild to severe mental 
retardation or related conditions were reported to frequently exhibit sense of suspicion. Reported 
rates were highest in the for profit facilities (26.4%) and lowest in the private nonprofit facilities 
(14.2%). Rates for public facilities (20.0%) were similar to the all facility average. Slightly higher 
rates were reported in small non-ICF-MR facilities than in small ICFs-MR (20.6% and 16.2%, 
respectively). 
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T«bt« 24: P«ro«ntaot of RMldtnto of Mtntol Ftotardirtlofi FaclIMM ExftlbWng Disturbing Behavior or v^ooda by Paollfty OparaHon 



Facility Opf atlon 



Privata for Profit Prtvata NonProflt Public All FacllMot 





15- raa. 


16-f raa. 


Total 


15- raa. 


16-f raa. 


Total 


IS- raa. 


16-f raa. 


Total 


15- raa. 


18-f raa. 


Isisl 


Distufblnfl B«h«vlor 




















Otto upM(/y*iit 


50.9 


48.0 


47.8 


48.1 


S1.0 


49.4 


52.4 


54.5 


54.3 


49.8 


51.6 


51.0 


TriM to hurt ottrara 


























phytleaiV 


22.7 


22.1 


22.3 


24.2 


29.8 


28.8 


38.5 


33.8 


33.9 


25.2 


29.9 


28.5 


Triet to hurt Mtf 


























phytio«lty 


17.S 


15.8 


18.3 


19.8 


20.8 


20.2 


24.4 


28.4 


28.1 


19.4 


23.6 


22,4 


St«ala from oth«rt 


12.8 


10.5 


15.1 


16.8 


11.8 


14.3 


15.8 


17,2 


17.0 


15.0 


16.0 


15.7 


ExpoMt Mif/hM 


























prot>)4Hn Mxual 


























bahavl'^r 


12.0 


10.8 


11.1 


10.9 


9.3 


10.2 


17.8 


14.5 


14.7 


12.1 


12.5 


12.4 


Gata loatM'andara 


14.2 


11.1 


12.2 


11.5 


15.8 


13.4 


13.5 


16.8 


16.5 


12.7 


15.1 


14.4 


Unable to avoid 


























dangeifoua 


























tttlnga/placac 


18.0 


14.9 


18.3 


18.6 


22.1 


20.3 


21.2 


31. a 


31.0 


18.9 


25.6 


23.6 


Criaa (or long parted 


























for no apparant 


























raaaon 


13.7 


11.2 


12.1 


11.7 


13.8 


12.7 


15.6 


U,4 


12.6 


12.9 


12.3 


12.5 


Mooda (axeludM 


























Doraona with 


























profound mantal 


























ratardatlon) 


























Fraquantty worrlad/ 


























apprahanalva 


32.9 


33.3 


33.2 


33.9 


29.9 


32.2 


24.8 


28,5 




32.7 


30.8 


31.4 


Fraquantly unraapon- 


























alvaAvHhdrawn 


21.4 


16.5 


18.4 


14.6 


18.0 


14.7 


17.7 


24,3 


23.4 


17.5 


19.2 


1t).5 


Fraquantly Imps- 


























tlant^annoyad 


43.0 


42.5 


42,7 


34.6 


37.4 


35.8 


48.5 


50.7 


50.4 


39.1 


44.5 


42.5 


Fraquantly auaplcloua 


23.8 


28.3 


28.4 


16.5 


11.2 


14.2 


17.1 


20,4 


20.0 


19.3 


20.9 


20.3 



Nota» . For 'disturbing bahavlor' respondanta wara aakad N the aubjacta "aomatlmaa dIMu/b [raspondant] or othan by . . (Kama In Tubta). For 'mooda' raspondonta wara 
aakad H tha aubjacta wara .... 



Tabi* 26: P«fo«ntag« of RMldento of Mental Retardation FaclIMM Exhibiting Oiaturbing Beiiavior or Mood* by Facility Cartifloation Statu* 



ICF-MR Cartilicatlon Statua 







ICF-MR certified 






NotCaftHied 






All Facllltiea 






15> res. 


16-t- res. 


Total 


15- rea. 


18-f rea. 


Total 


IS* ree. 


16+ res. 


Total 


Diatuffoing Bahavior 


















Oata upaat/yalla 


SI .7 


54.0 


53.8 


48.7 


45.4 


47.1 


49.6 


51.6 


51.0 


Triaa to huit othara 




















phyaloaNy 


26.5 


32.7 


31.7 


24.7 


22.5 


23.6 


25.2 


29.9 


28.5 


Triaa to hurt aalf phyaioally 


21.1 


26.3 


25.5 


18.6 


16.6 


17.6 


19.4 


23.6 


22.4 


Staala from othara 


15.9 


17.2 


17.0 


14.7 


13.9 


13.8 


15.0 


16.0 


15.7 


Expoaaa aaN/haa problam 




















aaxual bahavior 


11.7 


14.0 


13.7 


12.3 


8.6 


10.S 


12.1 


12.5 


12.4 


Oata loatAwandara 


14.1 


18.5 


18.1 


12.1 


11.4 


11.7 


12.7 


15.1 


14.4 


Unabia to avoid dangerous 




















things/places 


21.9 


29.4 


28.3 


17.6 


15.5 


16.8 


18.9 


25.6 


23.6 


Cries for lottg period for no 




















apparent reaaon 


12.5 


13.7 


13.8 


13.0 


8.7 


10.9 


12.9 


12.3 


12.5 


Mood* (exeludea oeraon* 




















wHh profound mental 




















retardation) 




















Frequently wonrled/ 




















apprehenaive 


32.4 


29.6 


30.3 


32.8 


31.9 


32.3 


32.7 


30.6 


314 


Frequently unreapon- 




















*lve/wtthdr*wn 


15.5 


20.2 


19.1 


18.3 


17.7 


18.0 


17.5 


19.2 


18.5 


Frequently Impa- 




















tient/annoyed 


44.7 


47.7 


47.0 


36.8 


39.8 


38.3 


39.1 


44.5 


42.5 


Frequently auspicious 


16.2 


20.1 


19.2 


20.6 


22.1 


21.3 


19.3 


20.9 


20.3 



Notdt . For "disturbing behavior' respondents were asked H the subjects 'sometimes disturb (respondent] or others by . . .' (Hems In Table). For 'moods' respondents were 
asked If the subjects were .... 



Table 26: P«ro«ntag« of RMldentt of Mental Retardation FaollHiee Exhlbhing Dieturbing Behavior or Moodi by FaoilKV Size 



Number of Residente In Faoilttv 





1*6 res> 


7-15 ft. 


16-75 rM. 


76-299 rat. 


300-799 re*. 


800+ rM. 


Total 


DIeturWna Behavior 
















Qett upee^elto 


50.1 


49.3 


48.6 


50.9 


53.6 


56.4 


51.0 


Tries to hurt otheri 
















physically 


zz.o 


Z7.1 


26.0 


ou.o 


oZ.3 






Tries to hurt self 
















physically 


21.5 


17.7 


17.6 


23.1 


29,1 


25.3 


22.4 


Steals from others 


13.3 


16.4 


13.9 


16.5 


16.2 


20.2 


15.7 


Expoeey eelVhas problem 
















sexual behavior 


14.1 


10.6 


8.0 


13.6 


12.7 


22.7 


12.4 


Qets loet/War)ders 


13.5 


12.2 


11.5 


15.1 


18.1 


16.0 


14.4 


Unable to avoid 
















dar)geroue thinga^ 
















placee 


it*.. A 


17.0 


16.4 


24.4 


33.5 


31.2 


23.6 


Cries for long period for 
















no apparent reason 


14.6 


11.6 


9.6 


16.0 


10.5 


15.2 


12.S 


Moods (excludes persons 
































retardation) 
















Frequently worried/ 
















apprehensive 


28.0 


35.9 


30.1 


33.3 


32.8 


13.0 


31.4 


Frequently unreeponslve/ 
















withdrawn 


22.1 


14.2 


16.7 


19.2 


25.4 


14.9 


18.5 


frequently ImpatienV 
















annoyed 


39.1 


392 


41.1 


45.3 


47.1 


55.3 


42.5 


Frequently suspicious 


16.0 


202 


20.5 


23.8 


19.8 


14.0 


20.3 



Not—. For 'disturbing b«h«vlor* rMporxtontt w«r« Mktd If th« tubjcctt 'tomttImM disturb [rMpondent] or other* by . . ,' 
(items in Tabit). For 'moods' rsspondsnts were Mksd if th« subjects were .... 



M«tf/cc/ Condttiom by Age 

Tables 27, 28 and 29 present estimates of the prevalence of certain medical conditions among 
residents of mental retardation facilities. Estimates are presented t)y facility operation (Table 27), ICF- 
MR certification status (Table 28), and facility size (Table 29). Because of the association of these 
medical conditions with aging, separate estimates are presented for residents 54 years and younger and 
55 years and older. 

Comatose. None of the 3,618 members of the sample was reported to be comatose. 
Therefore, 'comatose* was omitted from the following tables. 

Circulatory condition*. Circulatory conditions, including present diagnoses of high blood 
pressure, hardening of arteries, or heart disease, or past occurrence of a stroke or heart attacl<, were 
reported for an estimated 11% of residents with mental retardation and related conditions. This overall 
rate is considerably less than the rate of 20.8% obtained in the 1985 National Health Inten/iew Survey 
for the general population. As expected, circulatory conditions were considerably more common among 
those 56 and older than among the younger residents (31.4% and 7.8%, respectively). Because mental 
retardation facilities house a lower proportion of older pereons than are found generally in the population 
(e.g., 5.5% of mental retardation facility residents compared to 11.5% of the general population are 65 
years or older), the somewhat lower rate of circulatory disorders among mental retardation facility 
residents might be expected. Rates of circulatory conditions were also somewhat higher for persons 
in the smaller facilities. These differences were noted despite a slightly older population in the larger 
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facilities. Circulatory conditions wera reported to be slightly rTK>re comrTK>n among the population of 
community based facilities (those with IS or fewer residents) than among the populations of larger 
facilities for both the 54 years and younger group of residents (9.3% and 7.2%) and for those 55 and 
older (1^2% and 10.3%). Of all facilities those most likely to have residents with circulatory conditions 
were the very smallest, those with 6 or fewer residents (12.6% of residents). Facilities with the highest 
rates of circulatory conditions among residents 55 years and older (41 %) were also the smallest facilities 
(6 or fewer residents). An estimated 38.3% of residents 55 and older in institutions of 300 or more 
residents were reported to have circulatory conditions. Circulatory conditions of residents were not 
significantly associated with ICF-MR certification status of the facilities in which they lived. 

Arthria* or rhwmatltm. An estimated 4.6% of residents of mental retardation faoiiltles were 
reported to have arthritis or rheumatism. This compares with an estimated 12% of the total U.S. 
population reported to experience limitations from arthritis and rheumatism in the 1985 National Health 
Interview Survey. The magnitude of this difference cannot be explained by the somewhat younger 
population of mental retardation facilities than with the population as a whole. The estimated prevalence 
of arthritis and rtieumatism among persons 55 and younger in mental retardation facilities (2.2%) is less 
than half of the estimated U.S. prevalence of arthritis and rtieumatism in the U.S. population of persons 
under 45 years (5.4%). It is liltely that differences in reported prevalence were affected by the type of 
responses gathered in the National Health Interview Survey (self-report with some 'self-diagnosis* liltely) 
and the NMES (reports of care providers). As in the general population, within the NMES sample 
arthritis and rtieumatism were very highly related to age, 6 times as great among those 55 and older 
than among those 54 and younger. The estimated prevalence of arthritis and rtieumatism among 
persons 55 years and older in mental retardation facilities (20%) was also lower than the estimated 
25.5% reported for the general population 45 years and older in the National Health Interview Survey. 
Some differences were noted in the prevalence of arthritis and rtieumatism for different sizes and types 
of facilities, particularty among persons 55 years and older. Within the older age group, 31.4% of 
people In facilities of 6 or fewer residents and 25.3% of those in facilities of 15 and fewer residents were 
reported to have arthritis or rtieumatism. This compared w^h 18% of older persons in facilities of 16 
and more residents and only 15.3% in facilities of 76 or more residents. To some extent these 
differences were lll(ely to be associated with the ability of residents to communicate about these 
conditions, and, perhaps, the extent to which careproviders are able to identify and report the symptoms 
of these conditions. 

0/abetot. The estimated prevalence of diabetes among residents of mental retardation facilities 
was 2.0%. This compares with the National Health Inten/iew Sun/ey estimate of 2.6% of the U.S. 
populatioa However, there is a very high association of diabetes with aging (e.g., the rate among 18- 
44 year olds is one-fifth the rate among 45-64 years and one-tenth the rate of people over 65), and the 
difference in estimated prevalence between mental retardation facilities and the general population can 
be attributed largely to the generally younger ages of mental retardation facility residents than members 
of the general popul ation. Becsuse of overall low rates of diabetes in the residential populations, cross 
facility comparisons have lo-w precision of estimate. But in general, estim^^es showed consistency by 
facility type, ICF-MR certification status and facility size. 

Cancer. Cancer was rare among the residents of mental retardation facilities. Again, the small 
number of individuals with cancer in the sample limited the K^ision of estimates across facility groups. 
The NMES estimated ^hat 1.2% of residents in mental retardation facilities have some fomn of cancer. 
Estimated rates varied by age groupings from .4% of pbi-i^f ns 54 and younger to 6.8% of persons 55 
and older. 

Fnqynt conHlpatl<m. Frequent constipation was reported as a problem affecting 20.9% of 
residents of mental retardation facilities. Unlil<e the other medical conditions discussed above, frequent 
constipation was not associated with age. However, it is highly related to severity of mental impairment 
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and more specificcliy associated with complications affecting amount of movement and the amount of 
upright positioning and mobility. In addition, severe mental Impairments are often associated with 
neuromuscular disorders and abdominal muscle weaknesses which sutistantially contribute to 
constipation. Other contributors to constipation are relatively low fluid Intake and general diet 

The strong association between frequent constipation and severity of Impairment, especially for 
types or levels of Impairment associated with restrictions in movenient and mobility, was evident in the 
reported chronic <x>nstipatk>n of people In different types of residential facilities. Chronic constipation 
was noted for 31.6% of public institution resktonts and 30.6% of all public facility residents, which have 
much higher proportk>ns of residents with profound mental retardation and mobility Impaimients. Much 
k>wer rates of chronk: constipation were reported in private facility residents (15.4% private for profit and 
10.6% of private nonprofit). Frequent constipatkKi was noted for 26.4% of ICF-MR and 1 1 1% non-ICF- 
MR facility resktents. Reported rates of chronic constipation ranged from 1 1 .5% of the residents of small 
mental retardation facilities (15 or fewer residents) to 32.1% In facilities of 300 or more residents. 

0b99lty. About 13.2% of residents in mental retardation facilities were reported to be obese 
Cbeing very ovenAreighT). Similar rates were reported for facilities of different types of operation: 14.9% 
In private for profit, 13.7% in private nonprofit and 12.0% in publicly operated facilities. Sm all facilities 
(15 or fewer reskterrts) reported k>wer rates of obesity rmong residents 55 years and oidor than did 
larger facilities (1Z7% ^ i 17.3%, respectively). Residents in larger facilities who were 54 years or 
younger had tower rateb of obesity than did residents of smaller facilities (11.7% and 15.4%). Smaller 
ICFs-MR had considerat>ly tower rates of obesity among their residents than smaller facilities without 
certificatton (10.6% and 17.3%). 
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T«bl« 27: P«ro«ntiio« of Re«ldenti of Mental FMardatlon FmIIWm with Stitded Mvdleal CondWonVAIInwrito by FHcillty Op«f«tlon 



Facility Qpf atlon 

Pflvtt for PfofH Pflvf NonPfofH Public ^ All FacllHIt 

15- f— . 164- f— ■ ; rot>l 15- fw. 164- f«». Totaj 15- tn. 16+ fct. Total 15- rt<. 164- f— . Total 



Yotrt And Touno^r 














in 7 




OB 


o.v 


7 B 


ArthrMft at RhAunfiadlftm 


1.7 


2.0 


1.8 


2.4 


3.1 


DIabatM 


0.5 


1.7 


1.2 


2.2 


1.6 


Cancar 


0.9 


0.2 


0.5 


0.4 


0.8 


Fraquant oonatlpatlon 


12.4 


17.7 


15.5 


8.5 


13.1 


Obaalty 


14.6 


14.4 


14.5 


15.4 


11.2 


55 Yaara and Oldar 












Clrculatoiy condKlona 


34.7 


31.9 


33.0 


32.6 


16.6 


AithrKIa or Rhaumatism 


31.4 


10.5 


19.2 


21.5 


21.6 


Olabataa 


2.4 


12.6 


6.3 


2.2 


3.6 


Cancar 


4.6 


2.0 


3.2 


3.9 


4.7 


Fraquant eonatlp^tlon 


11.6 


17.0 


14.7 


10.6 


107 


ObaaHy 


16.7 


17.0 


16.9 


3.1 


30.2 


AH Raaldanta 












Clrculatoiy condMona 


15.1 


13.2 


14.0 


10.5 


8.6 


ArthrKIa or Rhaumatism 


7.1 


3.4 


4.9 


3.8 
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Dlal>ataa 


0.9 


3.6 


2.5 


2.2 


1.6 


Cancar 


1.6 


0.5 


1.0 


0.6 


1.1 


Fraquant conatlpatlon 


12.2 


17.6 


15.4 


6.7 


12.9 


OliaaKy 


15.0 


14.9 


14.9 


14.5 


12.9 



8.2 


B 4 


6.3 


6.4 


0.3 


7.2 


7.8 


2.7 


3.3 


2.0 


2.1 


2.3 


2.2 


2.2 


1.9 


2.9 


0.9 


1.1 


1.8 


1.2 


1.4 


0.6 


0.0 


0.2 


0.2 


0.5 


0.3 


0.4 


10.6 


21.6 


31.7 


30.9 


11.2 


25.1 


20.9 


13.5 


18.0 


10.9 


11.4 


15.4 


11.7 


12.8 


25.6 


30.9 


32.4 


32.3 


33.1 


30.6 


31.4 


21.6 


14.5 


20.6 


20.2 


253 


16.0 


20.0 


3.0 


13.2 


5.5 


6.2 


4? 


7.2 


6.3 


4.3 


7.0 


10.4 


10.1 


U 


7.5 


6.6 


10.7 


26.9 


28.5 


28.6 


14.? 


23.2 


20.7 


16.6 


20.2 


14.7 


15.2 


12.7 


17.3 


16.0 


9.6 


12.4 


9.9 


10.1 


'12 


10.3 


10.9 


4.2 


5.3 


4.6 


4.7 


5.1 


4.4 


4.6 


2.0 


4.7 


1.6 


1.6 


2.0 


2.0 


2.0 


0.9 


1.2 


1.6 


1.6 


1.0 


1.3 


1.2 


10.6 


22.9 


31.3 


30.6 


11.5 


24.8 


20.9 


13.7 


16.4 


11.4 


12.0 


15.1 


12.4 


13.2 



Notq> . Entries are percent of resldente within each group who have aelected medical condMone/allmenta. Columns do not add up to 100% because some residents had more 
than one condition and some had none. 'Circulatory conditions' Includes present high blood pressure* hardening of the arteries or heart disease or past stroke or heart attack. 
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Tiibl* 26: f •rotntog* of RMldtnIi of Mental Retardation FaollltiM wtth 
SolMtod »Mlo«l CondHtona/Allmtnta by FMllHy Ctrtffloetlon Statut 



ICF-MR CortWcrtten SMm 













noi vafiiTiaQ 






All r>i.iiMM 
All raciiiuvt 






15* raa. 


10-t- rM. 


Total 


15- rt*. 


18-t- ret. 


Total 


15- ret. 


18-t- ret. 


Total 


94 tnd Younatr 




















ClreuMoiy condition* 


8.5 


6.0 


7.1 


9.7 


6.0 


8.9 


9.3 


7.2 


7.8 


ArthrMt or Rhoumatltm 


1.2 


f . 


1.8 


2.8 


3.4 


3.1 


2.3 


2.2 


2.2 


Di«b«to« 


17 


1.1 


1.2 


1.8 


1.5 


1.7 


1.6 


1.2 


1.4 


Cancor 


.6 


.2 


.3 


.4 


.7 


.5 


0.5 


0.3 


0.4 


Froquont constlpfttlon 


11.5 


29.4 


28.8 


11.0 


10.7 


10.9 


11.2 


25.1 


20.9 




11.1 


11.5 


11.4 


17.5 


12.2 


15.2 


15.4 


11.7 


12.8 


55 Yoan and Oldor 




















Circulatory condltlont 


35.1 


33.3 


33.5 


32.7 


212 


27.4 


33.4 


30.6 


31.4 


ArthrHh Cf Rtieumatltm 


28.3 


19.5 


20.7 


23.9 


12.b 


16.6 


25.3 


18.0 


20.0 


DIabetM 


4.9 


6.6 


8.5 


3.8 


6.5 


8.0 


4.2 


7.2 


8.3 


Cancor 


10.8 


7.6 


8.2 


23 


6.4 


4.2 


4.9 


7.5 


6.6 


Fraquant conitlpatlon 


13.1 


27.0 


25.2 


14.8 


102 


12.6 


14.2 


23.2 


20.7 


Obaslty 


8.7 


18.0 


18.5 


15.4 


14.9 


1S.2 


12.7 


17.3 


16.0 


AN Ratldantt 




















Circulatory condltlont 


11.5 


10.5 


10.7 


12.8 


9M 


11.3 


12.2 


10.3 


10.9 


ArthrMt or Rt^aumatltm 


4.3 


4.3 


4.3 


55 


4.6 


5.1 


5.1 


4.4 


4.8 


DIabetat 


2.1 


1.9 


1.9 


2.0 


2.4 


2.2 


2.0 


2.0 


2.0 


Cancar 


1.9 


1.2 


1.3 


0.8 


1.4 


1.0 


1.0 


1.3 


1.2 


Frequarrt conMlpatlon 


11.7 


29.1 


28.4 


11.5 


10.6 


11.1 


11.5 


24.6 


20.9 


Obatlty 


10.6 


12.4 


12.1 


17.3 


12.8 


15.2 


15.1 


12.4 


13.2 



Notas . Entrlas art parcant of ratldantt wHhln aach group who hava talactad madlcal condMont/allmantt. Columnt do not add up to 100% bacauta toma ratldantt had mora 
than ona condition and toma had nona* 'Circulatory condltlont* Includaa prttant high blood prattura^ hardaning of tha artarlaa or haart ditaata or past ttroka or haart attack. 



T«bl« 29: P«rc«nt«g« of RMictonto of M«ntal R«tercl«tion FaollHiM 
with 8«lMt«d MKlioal Ccndltion«/Ailm«nta by Facll"., Stat* 



Number of Restdtnti In Facllttv 





1-6 rM. 


7-15 res. 


16-75 rat. 


76-299 


300-799 rta, 


SOO-f FM. 


Total 

Ail ' 
















7.8 


CirftiiLftlAru AAruiMAnA 




B.3 


7.7 


"Jb 


6.8 


4.9 


ArfhritU AT Rh#umAtidm 


2.7 


1.9 


2.8 


12 


2.2 


.9 


22 


D)«b«tM 


1.0 


2.3 


2.0 


1.1 


.6 


\2 


1.4 


Canotr 


.7 


.4 


0.0 


.8 


.1 


.6 


.4 


FrMUMt oontticMitlon 


11.1 


11.2 


12.9 


23.4 


34.3 


27.8 


20.9 


Ob««ity 


17.6 


13.7 


12.5 


10.5 


13.0 


8.5 


12.8 


S5 Ysara lund Oid#r 


















41 0 


288 


23.6 


27.1 


36.7 


41.6 


31.4 


Arthritift or RhaumAtlAfn 


31.4 


21.4 


23.1 


11.7 


12.0 


292 


20.0 


Di«b«t«« 


7^ 


2.3 


8.1 




6.2 


4.8 


6.3 


C«no«r 


6.5 


3.9 


5.1 


6.5 


11.3 


7.5 


6.8 


Frequortt conttipntlon 


21.3 


9.9 


202 


21.3 


27.2 


26.4 


20.7 


ObMlty 


17.3 


10.0 


21.9 


14.7 


13.8 


17.4 


16.0 


All Retidonts 
















Clrculttoiy oondHiof^ 


12.6 


11.9 


1C.6 


10.1 


102 


10.9 


10.9 


ArthrWt or Rhoum«ti«m 


5.6 


4.6 


6.5 


32 


3.3 


5.5 


4.6 


DiabotMi 


1.7 


2.3 


3.1 


1J 


1.4 


1.8 


2.0 


C«ncor 


1.3 


.9 


.9 


\A 


1.3 


1.7 


12 


Froquont oonttipttion 


122 


11.0 


14.2 


23.1 


33.5 


27.5 


20.9 


ObMHy 


17.5 


13.2 


14JZ 


114) 


13.1 


10.0 


132 



Not— . EntrtM art parcont of rMldanti within Moh group who h«v« Ml«ct*d nwdloal oondKiona/ailmant*. ColumrM do rK>t add 
up to 100K bceauaa aonw raaldants had mora than on* condition and aom* had nona. 'Circulatory conditiona* Includaa praaani 
high blood praaaura, hardaning of tha artariaa or haart diaaaaa or past atroka or haait attack. 

Of SpwM Equlpnwnt and Device* 

Tables 30. 31 and 32 present estimates of the use of various kinds of speciai equipment and 
devices l>y residents of mental retardation facilities. Estimates are provided for type of facility operation 
(rat>ie 30), ICF-MR certification status (Table 31). and facility size (Table 32). 

Corrective leneee. An estimated 30.7% of residents of mental retardation facilities wore 
conective lenses. Very substantial differences were noted between large and small facilities in the 
proportion of residents wearing corrective lenses (24.8% and 45.2%, resp(<ctively). Conective lenses 
were least commonly vram by residents of large public facilities (15.8%). They were worn by 35.8% of 
large private facility residents, and 45.4% of small private facility residents. ICF-MR residents were 
considerably less likely than noncertiTied facility residents to wear lenses (23.5% and 41.6%). 

Hearing aide. Hearing aids were worn by only an estimated 3.6% of residents of mental 
retardation facilKies. They were more often worn by resi(ients of small facilities (6.4%) than large 
facilities (^5%). 

Special underwear or diaper*. An estimated 15.5% of residents of mental retardation facilities 
wore special undenwear or diapers. Use was considerably higher among large facility residents (1 9.2%) 
than small facility residents (6.5%). Use was highest among public institution residents (23.9%) and 
lowest among residents of small, private nonprofit facilities (4.1%). An estimated 19.7% of ICF-MR 
residents and 9.2% of residents of noncertified facilities wore special underwear or diapers. 
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Wh99lch»lr. An estimate'J 17.9% of all residents used wheelchairs. Use varied from 23.1% of 
residents In large facilities (29.8% in large public facilities) to 5.0% of residents in small facilities (3.6% 
in small private nonprofit facilities). ICF-MR residents were more likely to use wheelchairs (24.5%) than 
residents of noncertified facilities (7.9%), but residents of small ICF-fvIR facilities were less likely to use 
wheelchairs than residents of other small facilities (3.3% and 5.8%). 

Walker, cane or cnitchw. An estimated 4.5% of residents of mental retardation facilities used 
walkers, canes or cmtches to aid them in walking. No substantial differences were noted by type or 
size of facility, although small private for profit facilities did have higher utilizatkm rates than other small 
facilities (5.7% and 2.8%). Large, private non-profit facilities had rates of utilization higher than other 
large facilities (6.4% and 4.5%). No differences were noted by iCF-MR status. 

Spec/a/ d/tftet, cup$, orutMitll: An estimated 14.7% of persons wKh mental retardation and 
related conditions used adapted dishes, cups and/or utensils to aid them in feeding themselves. 
Persons in large facilities were considerably more likely than persons in small facilities to use adaptive 
utensils for eating (18.3% and 5.9%). Persons in large public institutions were most likely to use 
adaptive utensils for eating (24.0%). ICF-MR residents were considerably more likely to be provided with 
special dishes, cups, and utensils than residents of noncertified facilities (20.2% and 6.3%). 

M»ctmnlcal deWces for mating. Mechanical devises to assist reskjents with eating were rarely 
used. Only an estimated 1.1% of resklents were provided with such equipment. 

Ve/cro fattenert or tnapa lor clothing. Velcro fasteners and snaps as an adaptation for 
persons who have difficulty with buttons and zippers were provided for an estimated 12.4% of residents 
of mental retardaiion facilities. These adaptations were most likely to be used in public facilities (17.9%). 
especially large publk: facilities (18.3%), and ICF-MR certified facilities (15.8%). 

Symbol tyttomt/commun/caf/on boards. Symbol systems or communication boards were used 
as the primary means of communicatton by only 1.0% of residents. (Ii^ofrnation was not gathered on 
the use of communicatk)n systems as supplements to primary use of spoken or signed language). Use 
of these alternative communicatk>n methods was similarly k>w arrK>ng different categories ci' facilities, 
ranging from 1.3% in large facilities to 0.4% in small facilities, with no appreciable diifferencei^ riy type 
of facility. 

Showr teatt or tub ttoo/t. An estimated 14.7% of persons with mental retardation and related 
conditions used seats or stools for bathing/showering. Such devices were more commonly provided 
in large facilities than small (18.0% and 6.6%, respectively). They were most commonly used by 
residents of large public facilities (21.7%). 

Portablu tolhtt. Portable toilets were not frequently used by residents of mental retardation 
facilities (3.2%). They were more commonly usee} for residents of large facilities (4.2%), including 5.4% 
of residents of large public facilities and 5.1% of residents of large ICF s-MR. Portable toilets were used 
by only aii estimated .5% of residents of small private facilities. 

Urinary caf/ieftr. Urinary catltti^t'^i'^r m..ii rarely used by the residents of mental retardation 
facilities (1.0%). Estimated use was 1.4% or lower in each of the different sizes and types of facilities, 
except in public institutions with 800 or more residents (2.2%). 

Colostomy bag. Colostomy bags were very rarely used by residents of mental retardation 
facilities. Only .3% of residents were estimated to use colostomy bags, with no significant differences 
noted among facility types or sizes. 
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Tabto 30; Ptrotnt«g« of nMldontt of Mental R«(ard«tkm Fbclitttot 
Uting Vftriout Typat of Sptolal Equipment enci D«vtc«t of Taciltt/ Operation 
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T«bl«31: P«re«nti«« of RMidMito of Mental Rotardatlon rMNKiM 
Uting Variout TypM of 8p«ei«l Equtpmon! and OcvIcm fay ICF-MR Ctitifloatlon Statu* 
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Tabi« 32: Ptrctntaga of R«ftld«nts of Mtnial RoUrdation FacllHiot 
Uiing Vtrioim TypM of Special Equlpmont and Davloaa by FaoHlty Sbta 
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Employment Statu$ and Wage9 

Tables 33, 34, and 35 present estimates of the percentages of residents of mental retardation 
facilities working for pay, their place of employment and their average hourly wages. These tables 
include estimates only for residents 18 years or older. Estimates are provided for residents by type of 
operation of the facility (Table 33), ICF-MR status (Table 34), and facility size (Table 35). 

Worki lor pay. An estimated 38.8% of persons with mental retardation aiid related conditions 
living in mental retardation facilities were employed for pay. Proportions of residents employed for pay 
ranged from 59.6% of residents of small facilities, including 74.4% of small, private nonprofit facility 
residents, to 30.2% of large facility residents, including 25.4% of large public facility residents. ICF-MR 
residents were much less likely to have paid work than residents of non-certiTied facilities (32.1% and 
49.1%. respectively), although the proportion of small ICF-MR and small non-ICF-MR residents with paid 
employment was essentially the same (60.6% and 59.2%). 

Location of amploymant. An estimated 26.3% of residents of mental retardation facilities 
worked for pay off the grounds of the residential facility in which they lived. This represented 67.8% 
of all employed residents. Major differences were noted among facility types in location of employment, 
with 92.6% of small facility paid workers being employed away from the facility as compared with 47.7% 
of paid workers living in large facilities. ICF-MR residents with paid jobs were much less likely to have 
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jobs away from the residence than were residents of noncertified facilities (50.8% and 85.1%, 
respectively). Not only were residents of institutions with 300 or more residents least IIKely to have a 
paid job (25.6%), but only an estimated 4% had a paid job away from the residential facility. 

Type 0/ 9mploym9nt. Sheltered wortcshops were the primaiy source of employmant for 
residents of mental retardation facilities. An estimated 29.8% of mental retardation facility residents 
worked in sheltered worl(Shops. This represented an estimated 76.8% of all residents working for pay. 
Although, as noted above, the different types of facility differed greatly in the proportion of their aduK 
reskients working in any type of setting for pay, the proportion of all workers who were employed in 
sheltered workshop settings was fairly consistent across facilities, with between 67% and 87% of 
emptoyed resktonts employed by sheltered workshops. Only 3.0% of all resMents (7.7% of employed 
resklents) were in supported work programs, and even fewer (1.4%) were in competitive emptoyment 
settings. Resklents of small public facilities and nonprofit facilities of all sizes were most likely to be 
in supported or competitive employment (8.4% and 7.3%, respectively). Work for pay other than 
sheltered, supported or competitive emptoyment, most frequently *in facility* work of various types, was 
reported for 4.8% of residents and was most common for private nonprofit facility residents (8.1%). 

Work with nonhandlcapp9d peopfe. A very small proportion of residents of mental retardation 
facilities worked with persons who are not handicapped (7.1% of all residents and 18.3% of employed 
resklents). A higher proportkm of small facility residents worked with nonhandicapped persons than 
did large facility residents (10.9% and 5.6%, respectively). Only an estimated 18% of paid workers from 
both large and small facilities were emptoyed in settings that also had nonhandicapped workers Of 
all facility types, small ICFs-MR had the highest percentage of all residents (15.8%) and the highe'St 
proportbn of employed resklents (26.1%) in integrated employment settings. 

Hourly wages. The estirrated average hourly wage for paid woricere living in mental retardation 
facilitifH^ was $1.25 per hour. (Unfortunately NMES did not request information on total hours worked 
so as to pennit estimations of total income from work.) Average wages varied relatively little by size of 
the resktence In whtoh people lived, with employed residents of small facilities averagirig $1 .29 per hour 
and employed residents of large facilities averaging $1.21 per hour. Considerable variability was noted 
in the average hourly wages of workers living in various types of facilities (from $1.02 for public 
instltutkm resklents to $1 .48 for residents of large private facilities). ICF-MR residents with jobs averaged 
$1.16 per hour as compared with an average of $1.34 for r^idents of noncertified facilities. Of course, 
two of the major factors In the earnings of persons sampled are capacity for productivity and provision 
of opportunity to vtotk for pay. These two factors did not appear to be equally distributed among the 
various types of residential facilities. 

While there Is not consistent asscxHation between wages and type of residence, there was a 
strong associatkxi between wages and type of employment People in sheltered wort( averaged $1.02 
per hour and had the k>west average pay of all types of woricers in all sizes and types of facilities 
studied. Sheltered worttshop wages averaged $1.06 per hour in small facilities and $.98 prr hour in 
large f aciliti<«. People in nonsheltered wort( an^gements earned considerably more than th'- . lettered 
wori(sfK)p «ympk>yees, but because sheltered wort( was by far the most frequently used t of work 
(67.8% of worifers). wori(Shop wages were the primary factor in the k)W average wages of people with 
mental retardatkx! and related condittons in mental retardation facilKies. People involved in supponed 
employment averaged $2.15 per hour ($2.21 in small facilities and $2.09 in large facilities). Average 
wages in supported empto^'r^HMit were between average wages received for sheltered employment and 
competitive emptoyment fo' people living in all types and sizes of facilities. The average houriy wage 
for persons in competitive 3mpk>yment was $3.87 per hour ($3.77 for small facility residents and $3.93 
for large facility resklents). In addKion an average of $1.35 per hour was derived from the *other* 
employment anwigements noted for about 4.8% of residents. Most of the persons with 'other paid jobs 
had 'in facility jobs. 
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I'«bl6 33: Employmtnt 8tttu« of AduH RMktonto of Mtrrtal Ftotardatlon FacllKkM by Facility Operctlon 
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Tibl» 34: Employment Statu* of AduK R««ld«ntt of Mentd Ftettrdttlon FwIIWm by ICF-MR CtrtWcatlon Strtiw 
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Notes. Table Includes only residents age 18 or older. Total by Type of Employ menf may not equal total 'Works for Pay' because of varying Hem response rates. 



T«bto 35: Employment Stctut of AduH RMldtnto of M%vM RetArdiition FacllltiM by Facility Sizo 
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C/iaractarrttfct by Uve/ of Wi^vXd\ Retardation 

Table 36 presents estimates of selected characteristics of residents with mental i-etardation 
and related conditions In mental retardation facilities by their reported level of retardation or for those 
residents reported to have "related conditions' only. 

AGtMtla$ of Dally LMng 

Statistics on independent pertomnance of selected activities of daily living showed clear and 
expected associations with level of mental retardation. Among persons with bordertine/mild, 
moderate and severe mental retardation there were progressive decreases in the proportion of 
residents reported to be independent in perfonnance of activities of daily living as the reported 
severity of cognitive impaimient increased. But among people with pn>found mental retardation, 
there was much less independence reported in key activities of daily living than among people with 
severe mental retardation. With respect to the proportion independently perfomiing key activities of 
daily living, persons with related condittons only (i S'. reported not to be mentally retarded) tended 
as a group to have reported levels of independence which averaged in the range between people 
with moderate and people with severe nvental retardatk>n. However, it should be noted that this 
group represented only about 1% of the sample (33 sample members) and these estimates have 
limited reliability. 

There was a notable magnitude of the difference between residents with mild/borderlino 
mental r6tardatk)n and profound mental retardation in ability to perfomi basic self-care task^ 
independently. An estimated 79.5% cf the former, but only 6.5% of the latter were reported to be 
able to bathe independently; 85% of the former, but only 9% of the tatter were reported to be able 
to dress themselves independently. Clearly the strong association between the residents' degree of 
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mental retardation and their abilities to perfomi activities of daily living independently was a primary 
factor in the differences among facilities in residents' levels of independence (see Tables 18-23). 

U— of Spec/a/ Equlpmtnt 

Of the estimated 19.0% of residents of mental retardation facilities using wheelchairs, most, 
were profoundly retarded. The 39.1% of persons with profound mental retardation living in mental 
retardation facilities made up 75.6% of ail mental retardation facility residents using wheelchairs. 
Very small proportions of residents required catheterization (.9%). with no appreciable difference by 
level of retardation. Very small proportions of residents used symbol systems or communication 
boards as their usual means of communication (1.1%). The estimated percentage of sample 
members with related conditions but not mental retardation using such devices (3.6%) was slightly 
higher than the percentage for persons with mental retardation, but this difference was not 
statistically significant. 

Special Condition* 

Epilopay. An estimated 29.9% of persons with mental retardation and related conditions in 
mental retardation facilities were reported to have epilepsy. The prevalence of epilepsy was strongly 
associated with residents' level of retardation, occuning in an estimated 15.5% of residents with 
mild/borderline mental retardation. 21.5% of persons with moderate mental retardation, 26.7% of 
persons with rrwderate mental retardation, and 43.2% of persons with profound mental retardation. 
About two-thirds (67.0%) of the small number of mental retardation facility residents with related 
conditions only (i e.. not mental retardation) had epilepsy. 

Canbnl pahy. An estimated 11.9% of persons with mental retardation and related 
conditions in mental retardation facilities were reported to have cerebral palsy. The prevalence of 
cerebral palsy was also substantially related with level of mental retardation, being reported for only 
6.0% of residents with mild or moderate mental retardation, but 9.3% of residents with severe mental 
retardation and 19.5% of residents with profound mental retardation. About a quarter (25.6%) of the 
residents who were reported to have related conditions only had cerebral palsy. 

Autftm. An estimated 3.6% of the people with mental retardation and related conditions 
living in mental retardation facilities were indicated to have autism recorded in their medical records. 
This condition was most commonly recorded for persons with related conditions but not mental 
retardation (10.6%) and persons who were reported to be severely mentally retarded (5.7%). The 
lack of a higher recorded prevalence of 'autism* among persons with profound mental retardation 
may derive from respondents attributing certain autistic-like behavk>r among penK>ns with profound 
mental retardatk)n (e.g., self-stimulatton or detachment from other people) to the individual's 
profound mental retardation rather than to the condition of 'autism* per se. 

BItndnau. An estimated 4.4% of persons with mental retardation and related conditions in 
mental retardatbn facilities were totally blind. Although relatively rare overall, blindness was 
associated with the level of mental retardation recorded in the medical records of sample members. 
While only 1.1% of persons with mild or moderate mental retardation and Z5% of persons with 
severe mental retardation were reported to be blind, 9.5% of persons with profound mental 
retardation were reported to be blind. 

Oeafrtett. Only an estimated 1.7% of residents of mental retardation facilities were reported 
to be completely deaf. Deafness was not associated with level of mental retardation. 
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arcuMory condHlom, An estimated 10.8% of residents of mental retardation fscHities have 
circulatay sysiem conditions. There Is a small association of these conditions with tha less severe 
levels of mental retardation. This relates to the strong association between circulatory system 
conditions and older age, and the lower proportions of persons with profound mental retardation 
among older residents. 

Probl9m Bthavior 

Hurting ottfn. An estimated 30.3% of mental retardation facility residents were reported to 
on occasion attempt to hurt other people. The prevalence of aggressive behavior was highest 
among persons with severe mental retardation (40.6%), wHh fairly consistent rates (between 24.7% 
and 30.6%) reported for other groups. 

Hurting tetf. An estimated 24.4% of persons with mental retardation and related conditions 
living In mental retardation facilities were reported to on occasion hurt themselves physically. 
Reported prevalence was highest among persons with severe and profound mental retarrJation 
(29.4% and 29.8%, respectively) and lowest among persons with mild/borderline mental tetardation 
and people who had related conditions but were not mentally retarded (13.0% and 11.0%, 
respectively). 

Table 36: SclMtMi CharMtoritlic* and Saiviot Um of PMont 
in Mantal Ratardation Facllltiaa by Laval of Mantal Ratardation 



AottvWat of Daily LMnfl 
% Bathat Indapandwitiy 
% Draaaaa Indapandantiy 
% Uaae toMat Indapandantiy 



Bordarilna/ 

MM Modawta 

79.5 58.5 
eS.O 6S.3 
64.0 88.9 



Laval of l^errtal Ratardation 
Svmt profound 

33.6 6.5 

44.5 92 

76.6 322 



Raiatad All 

Condition Ra«ldent« 

47.7 38.5 
58.3 45.0 
78.1 66.5 



Spaolal Equlpmant/Pavicaa 

% ikt whaaiohair 4.5 

% Uaaa urifMiy c itf)atar 1.0 
% Utaa aymbol ayatam 

/oommunioation board 0.5 



5.5 
0.4 

0.5 



11.3 
0.8 

1.5 



39.1 
1.3 

1.6 



16.2 
0.0 

3.6 



19.0 
0.9 

1.1 



Spaolal CondMona 

%Ep jpay 

% Carabral paliy 

% AiHiMn 

% Blind 

% Daal 

% Cirouiatoiy syatani 
conditiont 

% Fr«qu«nt oonatipation 



15.5 
5.6 
1.5 

^A 

13.2 

10.1 



Pfobian^ Bahaviof 

% Hu(t» o«hars phyaloally 24 7 

% ifurtt Mif phyaioally 13.U 



21.5 
6.4 
3.4 
1.4 
1.2 

13.6 
11.7 



30.6 
22.1 



26.7 
9.3 
6.7 
2.5 
1.8 

11.8 
15.5 



40,9 



452 
19.5 
3.6 
9.5 
ZO 

• '1 



27.9 
29.8 



67.0 
2S.6 
10.6 
0.0 
Z2 

202 
16.1 



22.9 
11.0 



29.9 
11.9 
3.6 
4.4 
1.7 

10.8 
21.3 



30.3 
24.4 



60 



Part 3: 



ALTERNATIVE POPUUTION ESTIMATION 

Part I of this report noted a number of significant limitations in the sample frame for the 
Institutional Population Component of NMES. It was noted that there Is strong evidence that this caused 
sut>8tantial underrepresentation of smaller community-based residential facilities and their residents in 
the National Medical Expenditure Survey. The general direction of underrepresentation of small facility 
residents is dear, lacilities* with 1 or 2 residents were completely eliminated from the study when it 
became apparent that the sample frame contained only a small proportion of all such facilities 
nationwide, and there was also considerable undertepresentation of other small facilities. 

Corroboration regarding underestimation of small facilities and their residents comes from state 
reports on the number of facilities that they have under licensure or contract or that they directly 
operate, and the number of people with mental retardation and related conditions living in them (Lakin. 
et al.. 1989). In addition, the estimation from NMES that the number of small community facilities and 
residents in 1987 was essen*'ally unchanged from the 1982 NCRF (Laldn, Hill, & Bmininks, 1985), while 
state institution populations decreased by 25,000 people (most of whom were released into community- 
based group settings) seems implausible and also suggests undertepresentation of small facilities in 
the NMES population estimates. As noted earlier, estimates of persons in large facilities were 
reasonably comparable to expected values. 

Given the problems with the estimates in the Institutional Population Component, consideration 
of ways to adjust this data source to permit more accurate population estimates seems warranted. In 
the following pages the simpl^ available method of comperisating for the underrepresentation of small 
facilities is explored. However, it is important to note at the outset that data to assess the precision of 
any alternative estimates are not available. 

An Attenmtiv Ettlmatlon Procedure 

The simplest alternative procedure for using the Institutional Population Component statistics to 
obtain more realistic estimates of the populations of residential facilities for people with mental 
retardation, particularly the smaller ones, is to in effect reweight its sample to reflect known populations 
of different types of facilities. This can be done by using the proportional estimates from the 1987 
NMES sampto, those reported in Part 2, and applying them to more accurate total population statistics 
on people In mental retardation facilities by size and type as are known and reported by the indivkiual 
states. Such 8tatistk», based on June 30, 1987 reports of all state mental retardatton/developmental 
disabiNties agencies, are available (Lakin et al, 1989). These statistk^s generally coincide with the dates 
of the NMES inten/iews. These statisttes indicate that small (IS or fewer resklent) mental retardation 
facilities dkl not house 65,000 people in 1987, they housed on the order of 118,500 people. Use of the 
data obtained in NMES to respond to the practical questtons asked about mental retardation facilities 
and their resktonts in most instances need to reflect that reality. 

Table 37 presents selected characteristics of the NMES sample which have t>een adjusted to 
the natkxwily aggregated reports of indivkiual states regarding the populations of people with mental 
retardatk)n and related conditk)ns in mental retardation facilities in June 30, 1987. In Table 37, the 
8tatistk» presented outskJe of parentheses are the proportk>ns of all residents within facility categories 
reported to exhibit the selected behavk)rs/conditk>ns as obtained from the analyses reported in Part Z 
In parentheses are population estimates obtained when these proportions were applied to national 
populatkm statistics reported by the states. 
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These alternative population estimates are briefly discussed In the following pagas. These 
comments focus primarily on the differences of significance between the estimated populations of small 
mental retardation facilities, which the Institutional Population Component estimated to be 64.936 people 
with mental retardation and related conditions in 1987. but which states reported to be 118.570 people 
on June 30 of that same year. Following this presentation Is a discussion of the extent to which 
evidence exists to support such alternative estimates. 

Lwl of Mental Retardation 

According to the NMES population estimates, in 1987 there were an estimated 8.834 people with 
profound mental retardation in small mental retardation facilities. This represented 13.6% of the 
population estimated to be In small facilities (64.939). If the 13.6% of all residents were applied to the 
state reported population of facilities with 15 or fewer residents, an estimated small facili^ population 
of 16.126 persons with prc'ound mental retardation would be obtained. Similarly, the NMES estimated 
15,258 persons with severe mental retardation in the smaller community based facilities. Application 
of NMES proportional estimates to the known population of the smaller facilities would yield an estimate 
of 27,864 people with severe mental retardation in community facilities. 

Adjusting the NMES statistics may have importance beyond that of improved accuracy of 
estimate. Considerable debate continues at the federal and state levels with respect to the continuing 
need for Institutional care. Many questions raised In this debate revolve around whether appropriate 
services can be provided for people with the most severe handicaps with small community settings. 
Clearty the extent to which community-based living is already being provided to persons with severe 
impaimoents is Important e^'iJence of the viability of community living settings for all. or virtually all. 
persons with mental retardation and related conditions. Regarding this issue an estimate that 16.126 
persons with profound mental retardation (or 20% of persons with profound mental retardation in mental 
rctivdation facilities) are cunently living in community facilities suggests significantly different placement 
practices and community residential services viability than an estimate of 8.834 (or 12% of persons with 
profound mental retardation in mental retardation facilities). 

DMurbIng Behavior 

Estimated proportions of residents with mental retardation and related conditions exhibiting on 
occasion various types of disturbing behavior indicates the general prevalence of such behavior to be 
relatively similar in large and small facilities (again, with the important caveat that the Institutional 
Population Component did not include data on frequency, duration or intensity of these types of 
behavior). Simple reweighting of the NMES proportions to the known populations of small and large 
facilities increases population estimates of persons with behavior problems in small facilities by 82.6%. 
Again, the adjustments have the effect of suggesting that community-based settings are cunrentty 
providing residential services to many more thousands of people with problem behavior than would be 
suggested by the original NMES estimates. 

Functional Skllltf 

Proportk>ns of persons with mental retardation and related conditions in small and large nnentai 
retardation facilities show small facility residents to much more often relatively independent in 
functbning. However, if proportional statistics are adjusted to known populations, it is notable that there 
are as many people estimated to be able to dress without assistance in large facilities as in the smaller 
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T«b(« 37: CfWActorittic* of Poopto in Dlff«r*nt Facility Typct^ 
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community-based facilities. There are nearly as many people able to use the toilet independently in 
large facilities as in smaller community-based facilities (81% of the small facility estimate) and there are 
nearly as many people at>le to walk across the room independently in t'ne large facilities as in the small 
facilities (91% of the small facility estimate). Without adjustments to known populations, estimates from 
NMES wouki suggest a much greater proportion of people with significant functiofial limitations living 
in large facilities than is actually the case. For example with respect to independent toilet use. NMES 
population estimates indicate that 86.9% of all residents of mental retardation facilities cannot 
Independently use the toilet live in large facilities. Use of altemative population statistics produces an 
estimate of 76.4% of all residents not independent in toilet use are living in large facilities. As a result, 
not being able to independently toilet oneself appears less accepted (and perhaps less acceptable) as 
a criterion for limiting community living opportunities. 

Ute o1 Sp9GM Equipment 

Wheelchair use is considerably (nore prevalent in large facilities than in small facilities. Adjusting 
the NMES estimates to reflect the considerably greater number of persons of smaller community facilities 
and the somewhat smaller number of persons In larger facilities than estimated in NMES would nearly 
double the estimated wheelchair users in smaller facilities from an estimated 3.237 persons to an 
estimated 5.929 persons. Reported use of urinary catheters and communication boards/symbol systems 
as primary means of communication was so limited in the NMES sample that it was affected by 
reweighting. 

Medical ConiilUone 

Applying proportional estimates from NMES to the known populations c* facilities as reported 
by the states has various effects on estimates of medical conditk>ns. For circulatory conditions 
reweighting would provide an estimate that slightly more people with mental retardation and relatec 
conditkHis and circulatory system conditions are living in smaller, community based residential facilities 
than in larger facilities, while ir) the original NMES estimates only 33,3% of residents with circulatory 
conditkxis are indicated to live in the smailer facilities. With proportional adjustments the estimated 
numbers of people with diabetes in smaU mental retardation facilities increased by 2.250 (or 82%). or 
an estimated 46.4% of all mental retardalkKi facility residents with diabetes living in community-based 
settings (an increase from 29.9% in the original NMES estimates). Reweighting of the NMES sample 
also makes considerable difference in estimated proportkxi of restolentri with frequent constipation living 
in community settings. In the original NMES estimates. 16.4% of all residents in mental retardation 
facilities who suffered frequent constipation were in small facilities; with reweighting that proportion would 
be 28.6%. 

The proportion of deaths among smallsr. community-based facility residents was estimated to 
be .9%. This was similar to the .8% death rates obtained lOr small facility residents in the 1977 and 
1982 NCRF sun/eys (Lakin, Hill, & Bmininks. 1985). But the total number of deaths among residents 
in the smaller residential facilities Is probably better estimated by reweighting the NMES sample to 
known number of residents. The adjusted estimate would be 1,067 deaths in smaller, community 
facilities as compared with tSie original NMES estimate of 615 deaths in these facilities. 

Justification of the Mematlve Pmcedure 

There are at least three conditions that would have to prevail to make this or any similar 
alternative estimatk>n procedure adequate and preferable to using original NMES statistics for estimating 
persons with mental retardation and related conditions in different sizes and types of residential facilities. 
These Indude the following: 
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States must more accurately report the fo/a/ number of people making up the populations cf 
facilities meeting the definitions employed in NMES than did the ILTCP, which sen/ed as the 
sample frame for NMES and is the basis for Its population estimates. Based on the discussion 
in Part I of this report, this does appear to be the case. 

The sample size of NMES must be sufficient to yield accurate estimates of facility and population 
characteristics for settings with 15 or fewer residents. The NMES sample of 326 facilities and 
over 1,000 residents in facilities with 3-15 "t)eds' appears more than sufficient to obtain 
reasonably accurate estimates of the proportional distributions reported for these facilities. 
ARhough. for certain data elements, the relatively low occun-ence within the sample produced 
estimates of low reliability, in general relatively adequate sample size was maintained among the 
smaller facilities. 

Sample members representing the approximately 65,000 community facility residents in the 
facilities contained in the sample frame must also be reasonably representative of those wiio were 
excluded from tin sample frame and, thereby, the sample (both 1 and 2 resident places and the 
facility types' unden'epresented). It is extremely difficult to test whether this condition can be 
met satisfactorily. In general the residents of small facilities sampled In the 1987 NMES tend 
to be somewhat more impaired than residents of facilities participating in the 1982 NCRF. As 
such the NMES estimates of small community facility population characteristics tend to reflect 
what is known to have lakeo place within residential services nationwide since the 1982 NCRF. 
Since 1982 smaller facilities are icnown to have come to serve considerably more severely 
impaired people, as thousands of persons with severe and profound levels of mental retardation 
were released from public and private institutions to community facilities or have entered 
community facilities directly from their own homes. Table 38 compares estimated populations 
and proportions by level of mental retardation In the 1982 NCRF and the 1987 NMES, original 
and adjusted estimates. 



T«bl« 36: CofflpwiMn of 1962 NCRF and 1867 NMES Finding* 
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The estimated proportior^l changes in small facility residents by level of mental retardation 
suggested are generally supported by census statistics gathered on the populations of state institutions. 
Between June 30, 1982 ar>d 1987 state mental retardation institution populations decreased from 
121,479 to 94,696 (White et a)., 1989). During that period states reported a total of 43,189 discharges 
from state institutions. Based on the only available statistics on the placement of state institution 
discharges for FY 1982, FY 1985 and FY 1987 (tiie only years in which data were gathered), 50.67% 
of discharges went to community-based living arrangements other than a natural or adoptive home, 
in other words, an estimated 21.880 people were discharged to state institutions to community living 
anangements between June 30. 1982 and June 30, 1987. If data on the level of mental retardation of 
FY 1987 releases (the only year available) are applied to these data, the estimated number and 
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proportions olr persons with different level of mental retardation entering community facilities would be 
as shown in Table 39. 



ubU 39: E«tim«t«d AddWoni to Community FmIIHIm from SUto ln«titution« 
during th« p«riod from 1962 to 1967 by L«v«l of M«ntal R0t«rd«tk>n 
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Of course, not all releases to community facilities have resulted in successful tenure. In the only 
two years during the 1982-1987 period in which data were obtained on readmissions, FY 1985 and FY 
1987, 33.9% and 32.5% of readmissions, respectively, were from people living In community facilities 
other than a natural or adoptive home. Adjusting data on total readmissions for FY 1982, 1985 and 
1987 with the statistics on readmissions from community settings, and using data on the level of 
retardation of readmissions from FY 1987 (the only year available), the estimated number and proportion 
of persons with different levels of retardation leaving community facilities to return to institutions would 
be as shown In Table 39. 

a course, a limitation of these data Is that they assume that people with more severe mental 
retardation released from institutions are as lil(eiy to be among the 51% going to community facilities 
as are released residents with less severe levels of mental retardation. Put another way, one might 
question whether K is possible that people with severe or profound mental retardation would be more 
lli(ely to be among the 49% of Institution discharges who did not go to community residential facilities. 
Unfortunately, the most recent data on this topic (1978) are too dated for contemporary analysis. 
However, among the estimated 14% of all institution discharges retuming to a natural or adoptive home 
In 1978, no statistically significant differences were noted by degree of mental retardation. While 
available statistics do not prove absolutely that the populations of community mental retardation facilities 
have necessary changed in the absolute size and distribution as suggested by related movement 
statistics, it seems reasonable to estimate that the depopulation of state institutions alone has added 
over 18,000 people io community residential settings between 1982 and 1987, an estimated 6,000 of 
whom are profoundly retarded. 

As important a*^ these additions are to the number and characteristics of residents of community 
mental retardation facilities, persons coming from large public institutions comprise a significant minority 
of persons entering smaller residential facilities, in the 1982 NCRF statistics were gathered on previous 
place of residence of persons newly admitted between July 1, 1981 and June 30, 1982 to 88% of all 
facilities operating on June 30, 1982. These statistics showed an estimated 13,030 new admissions to 
smaller community facilities in FY 1982, 27% came from large public facilities. Another 8% came from 
large private mental retardation facilities and 6% from other types of institutions (nursing homes, mental 
health facilities, hospitals, etc.). About 28% of new residents came directly from home or independent 
living situations and 31% came from other community facilities or moved to a new home with their 
existing residential household (LaKIn, Hill, & Bmininks, 1985). Unfortunately no data exist on the 
characteristics of these new admissions. In addition statistics reported by states on the numt>er of 
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people in large nonstate residential facilities indicated a decrease of abwe 10.600 residents ttetween 
June 30, 1982 and June 30, 1987 (l^kin et a!., 1989). Presumably most of this numtser was made up 
of persons moving to community facilities. 

Clearly the group most systematically underrepresented in the mental retardation facilities 
sample are poisons in family/foster care settings. With an average size of 2.6 residents per facility* 
(Lakin, Hill, & Bruininks, 1985), the majority of sich facilities were automatically excluded from NMES 
when H was deckled to exclude facilities of 1 and 2 residents. A large (unknown) propoitkKi of the 
others were left unklentified because of the factors discussed in Par! I. Qiven the exclusion of most 
foster care facilities which sensed an estimated 22,353 people on June 30, 1987, there Is particular 
interest regarding the extent to which their residents might be represented in data gathered in NMES. 
8tatistk» obtained on the 17,147 residents of foster care facilities in 1982 showed that with respect to 
ievel of mental retardati'/n foster care residents were quite similar to resklents of other small facilities 
as shown in Table 40. While minor differences are apparent in the level of retardation of specialized 
foster care and other small facility residents in 1982, itiese differences were not large. However, age 
differences were substantial. While 37.4% of foster care residents were 21 years or younger, only 1 8.0% 
of other small facility reskJents were 21 years and younger. Therefore, with respect to NMES statistics, 
it seems clear that the exclusion of foster care homes of 1 and 2 residents and unden-epresentation of 
the remainder has caused significant underrepresentation of children and youth in the sample and 
resulting population estimates. This underestimation appears to be about 3% of all residents, about 
6.000-8,000 persons 21 years or younger, or an estimaied 12%-16% of the expected number of persons 
of that age. 



T«bl« 40: Compariton of 1962 Fo«t«r Cw« RMidante wWi Small Facility 
RMidant Characterittic* ObtaitMd in tha 1962 NCRF and 1967 NMES 
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In summary, there is no way to clealy demonstrate iw best to use the NMES statistics to 
estimate populatkKis of persons with mental retardation anc .elated conditk>ns in mental retardation 
facilities, especially the smaller facilities. While there is overwhelming ev^'Jence that NMES has 
substantially unden^presented the populations of persons in small facilities, k remains the richest and 
most comprehensive data base on residential sen/ices for persons with inental retardation available. 
There is much evidence that the general characteristics of small community facility populations are 
shifting proportkxially in the directions suggested by NMES. Unfortunately data do not exist to cleariy 
gukie adjusting NMES estimates to known total small facility populations so as to improve the ability to 
estimate the characteristtes of the population. Nevertheless, some 'reweighting* is inevitable in the inany 
instances where populatton estimates needed and where NMES represents the single best data source 
of estimating the characteristics of residents, costs of residential sen/ices, and other data needed about 
mental retardatkm facilities. Simple efforts to do so will probably improve the ability of the NMES 
statisttes to describe the population characteristics and residential services of persons living in small, 
community based residential settings. However, data to establish or justify specific procedures for doing 
so are not readily available. 
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SUMMARY AND CONCLUSIONS 

This report has described the basic design, study iimitations and initiai findings from the 691 
mental retardation facilities and 3,618 of their residents sampled in the Institutional Population 
Component of the National Medical Bcpenditure Survey. General aspects of the design and limitations 
of this study were described primarily in Part 1. Parts 2 and 3 presented the basic statistics gathered 
In the study. The few concluding comments made here summarize some of ti)e more important 
observations and implications regarding the design and key findings of the study. 

Study Design 

The sample size and broad coverage of mental retardation facilities and residents in the 
Institutional Population Component of NMES will yield much Information of value regarding the 
residential living an^gements of persons with mental retardation and related conditions. At the same 
time the study's sample frame limitations, and thereby its sample limitations, demonstrate the importance 
of assuring that any sample survey of persons in residential settings begins with the most 
comprehensive 'universe' of facilities feasible. It Is axiomatic, but certainly not trite, to obsen/e that a 
sample can be no better than the sample frame. There Is no way in the latter stages of a sample 
sun^ey to compensate for inadequate efforts to understand and identify the universe of facilities being 
studied. Based on wori< with the NMES sample frame (the Inventory of Long-Term Care Places) as well 
as with the sample data themselves, the following general observations seem important lessons to 
derive from this study to guide other future studies of a similar nature. 

1 . Sample frame construction must begin at thfi state level and permit tailoring to the idiosymracies 
of each state. 

States differ in the components and organization of their service systems. A specific survey of 
each state to understand the different out-of-home sen^ices offered to persons with mental retardation 
and related conditions and to identify the individuals/agencies that can describe the necessary methods 
and l<ey contacts for identifying and surveying all the settings within the services system is an essential 
first step to sample frame development. In states with decentralized sen/ice systems, often the only 
altemative to working with multiple state agencies and/or regional or county agencies is to accept an 
incomplete identification of facilities. 

2. Inclusion of some types tif community-based residences in certain states will sometimes require 
the direct involvement of state agencies in the research. 

States are often reluctant to and/or directly prohibited from providing listings of their smallest 
residential settings, particularly those of a foster care model. To include such residential options in a 
national survey may require specific recmitment of the agencies controlling access to such facilities. 
For example in the 1982 University of Minnesota census sun/ey of residential facilities for persons with 
mental retardation. New York State's Office of Mental Retardation/Developmental Disabilities directly 
distributed over 1.000 surveys to family care homes; Delaware distributed, collected and forwarded 
questionnaires from its 71 special foster care settings. The ILTCP did not utilize such a strategy, which 
probably contributed to the undercounting of small facilities. For example in New York the ILTCP 
included a total of 1,484 mental retardation facilities, whteh was 911 (or 38%) fewer than sun/eyed in 
the 1982 University of Minnesota study. In Delaware the 1986 ILTCP counted 22 facilities, which was 
barely a quarter of the 80 surveyed in 1982. 
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3. 



The inclusion of residential options must be as comprehensive as feasible. 



In recent years there has been increasing attention to the thousands of facilities generically 
referred to as 'board and care homes.' Board and care is a generic tern) which generally is taken to 
mean out-of-home, community-based living arrangements which are not Medicaid certified and/or do 
not provide medical services, but which do provide care, protective oversight and often training to 
people living in them. These operate under a range of different labels in different states, (e.g., adult 
foster care, domiciliary care, group homes, semi-independent living arrangements). Such places are 
becoming more common as sen/ices become more community oriented, and as states try to respond 
to increasing demands for community services with Umited funds. The movenrient away from the 
majority of residents being in one or two models of care, state Institutions and/or ICFs-MR, has led to 
much greater complexity and variety In residsntial services. Study designs must attend to the 
importance of procedures that assure systematic and comprehensive inclusion of all fonfns of residential 
settings. 

4. Data on residents' service utilization and need, experiences and functional and behavioral 
characteristics are at least as important as population estimates. 

One of the strengths of NMES was its gathering of data on a large sample of persons in a wide 
range of residential settings (i.e., mental retardation, nursing and related care homes). However, it is 
important to assure not only that data collection include sufficient samples of individuals arKi settings, 
but also that the data collected respond directly to the contemporary issues in providing sen/ices. 
Despite NMES' being the largest ever study of individuals with mental retardation and related conditions 
in all types of residential settings, it did not directly respond to data needs in areas such as functional 
and dysfunctional behavior u residents, specific services provided and needed, daily living experiences 
and relationships, community participation and resource use, and other topics whic. are important to 
understanding the current status and changing patterns of residential and related services. 

5. Careful attention must be given to the quality of instrumentation, especially in creating 
unambiguous, objective and quantifiable questions regarding important characteristics and 
experiences of persons with mental retardation and related conditions. 

in a number of areas the NMES attended to important topics, but did so in general and 
sometimes ambiguous ways tfiat were often much less useful than they might have been. In many 
instances the specificity in the instrumentation was consistent with other federal health related surveys, 
but was considerably less than is typically used and generally expected in studies of persons with 
mental retardation and related conditions. For example, in the important area of challenging behavior, 
which is very frequently a critical characteristic, NMES asked, 'Does (subject) sometimes disturb you 
or anyone else by [a list of potentially disturbing behaviors]?* These questions were presented with no 
severity or frequency indicators, making the intensity of the problem behavior impossible to assess. 
Examples of question terminology used in NMES that might have been ambiguous to respondents when 
applied to subjects with mental retardation are whether respondents *socialize' with friends or attend 
'meetings.* Whether the interactions of persons with severe cognitive impairments would be interpreted 
as *80cializing* or whether the group situations in whteh they find themselves would be seen as 
*meetings' is left to the interpretatbn of the respondent In many areas throughout the study, specific 
behaviorally defined items would have greatly improved the clarity of questions asked and data 
obtained. 

6. The operational definition of 'residential facility used in NMES and in previous national studies 
needs to be expanded. 

In the NMES, as in previous census studies which served to identify facilities for it, a facility 
for the mentally retarded* was defined as: 
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(1) A place or unit ceitrfied as an Intemiediate Care Facility for tiie Mentally Retarded (ICF- 
MR) by Medicaid. 

(2) A place or unit that is formally state-licensed, or contracted living quarters (a) with three 
or more beds for clients who reside there, (b) providing to mentally retarded persons 
either personal cars (ADL or iAOL) or protective oversight, i.e., 24 hour-a-day, seven- 
day-a-week supervision, (c) not a licensed hospital unless a hospital for the mentally 
retarded, and (d) not a family providing services exclusively to relatives. In the case of 
an MR unit within a hospital, only the MR unit of the hospital is eligible. 

Increasingly the service providers for persons with developmental disabilities are attempting to provide 
the residential supports needed by individuals rather than exclusively focusing on the development of 
supervised congregate care settings. As this important shift is takirig place increasing numbers of 
people with developmental disabilities can be expelcted to be living in places that provide less than full- 
time protective oversight wKhin the living unit. Such an orientation is supported by professional 
attitudes and program philosophies, as well as by federal policies such as Medicaid Home and 
Community Based Services. 

7. NMES shows the benefits of simultaneous gathering of identic^ dam sets on persons in mental 
retardation facilities, as well as other nursing and related care facilities. 

A true strength of the NMES Institutional Population Componont is that it included persons in 
mental retardation facilities and in nursing and related care homes and gathered comparable data on 
persons with mental retardation and related conditions in both classes of facility. The importance of this 
was further supported by the very small number of people (1%) identified as having related conditions, 
but not mental retardation who were living in mental retardation facilities. Quite apparently a national 
sun/ey of persons with developmental disabilities in residential settings must include attention to facilities 
outside the traditional mental retardation programs. 

Findings 

The limitations noted atx)ve notwithstanding, the NMES Institutional Population Component, 
including these initial data, as well as the service utilization, costs, resident movement and other data 
yet to be released, is an important data base for understanding the characteristics, needs and services 
of persons with mental retardation and related conditions in tong-term care settings. In the following 
paragraphs a few of the more notable findings from these initial NMES data analyses are highlighted. 

1. Access to community IMng opportunities is growing for persons with all types and degrees of 
mental retardation and related conditions. 

One of the most striking findings from this study was the rapid increase in the numtser of 
persons with severe and profound mental retardation now living in community settings. To exemplify, 
from 1982 to 1987 the number of persons with profound mental retardation living in community settings 
increased by al30ut 10,0(X1 to an estimated 16,000. Of course, such movement was largely inevitable 
If deinstitutionalization were to continue, because by 1982, after years of selecting the least impaired 
public institution residents for release to community settings, institutional populations had become 
primarily composed of people with profound mental retardatton and/or other severe impairments. 
Discharge of these individuals, once considered a 'residual population,' was the only way to continue 
the deinstitutionalization movement Still documentatbn of this shift was an important finding of NMES. 
Despite these shifts large publk: instituttons remained the typical residential experience for persons 
with profound mental retardation living outside their family home. Persons with profound mental 
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retardation in public residential facilities outnumbered persons with profound mental retardation in 
community facilities by more than 3 to 1, Still many thousands of individuals with profound mental 
retardation and/or other severe impairments living in the community settings are demonstrating on a 
dally basis the vtability of community living for virtually all persons with mental retardation and related 
conditions, whatever the nature of those conditions and however sevei e they may be. Despite the rapid 
increase in community living opportunities for people with severe mental impairments about 91 ,000 
people still live in large public institutions, almost all of whom have severe and/or multiple impairments. 
Continued deinstitutionalization will obviously require augmented services and technical and financial 
supports to assure that the needs of these individuals are responded to appropriately. 

2. The population of mental retardation facilities was overwhelmingly adult and is getting 
progressively older. 

In 1977 atx)ut 37,4% of persons in mental retardation facilities were 21 years or younger. By 
1982 that proportion had decreased to 24.8%. Adjusted estimates from this study indicate that about 
19% of persons In mental retardation facilities were 21 years or younger. At the other end ot the life 
span there was an increasing number of older persons, increasing from 4.1% to 5.0% of residents being 
63 or older from 1977 to 1982, to 5,5% being 65 or older in 1987. Similarly the middle-age bracket 
continued to grow, from 19.9% of all residents being 40-62 years in 1977, 23.3% being 40-62 years in 
1982 and 27.5% being 40-64 years in 1987. These findings indicate first that efforts to ensure a place 
for children and youth with handicaps in our communities through a right to a free, appropriate public 
education and to some extent through various family support programs have had demonstrably positive 
effects on out-of-home placements of children and youth. At the same time the aging of the population 
in residential settings poses new challenges in assuring a system that provides age appropriate 
experiences for the people in that system. Nowhere Is the challenge greater than for the growing 
number of people at or nearing senior citUen status. The proportion of mental retardation family 
residents 65 years and older which has been growing steadify ir recent years is lil<ely to continue 
growing. In addition to increased longevity, major factors lll<ely to contribute to sustaining this growth 
include the 8% of the residential population in 1987 between 55 and 64 years old, and federal policy 
Vnr discourages placements of persons with mental retardation and related conditions into nursing 
homes, which in 1985 housed almost as many elderly people with mental retardation and related 
conditions (about 13,000) as did mental retardation facilities. 

3. Epilepsy, cerebral palsy and circulatory disorders were the most common secondary conditions 
of persons in mental retardation facilities. 

Epilepsy was reported for 30% of the mental retardation facility residents. It was highly related 
to the reported level of reiardation (15% of persons with mild mental retardation, 45% for persons with 
profound mental retardation), and, therefore, to facility type. For example, 40% of large public facility 
residents and 20% of small facility residents had epilepsy, cerebral palsy was reported for 12% of 
residents of mental retardation facilities, and was also associated with level of mental retardation (6% 
of persons with mild or moderate mental retardation, 20% of persons with profound mental retardation). 
Circulatory conditions were reported for 11% of mental retardation facility residents. These wrre most 
highly associated with age, being 4 times as prevalent among people 55 years or older than among 
younger residents. Controlling for age circulatory conditions were not associated with level of mental 
retardation. Clearly factors associated high probabilities of placement in institutional settings (e.g., the 
severest cognitive impairments and the oldest ages) are also associated with secondary conditions that 
must often be attended to in special ways. Increasing community living opportunities for persons 
cunently institutionalized will also require attention to the secondary physical and health conditions they 
frequently experience. 
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4. Institution residents were most likely to have functional limitations, but similarities across facility 
populations were as notable as the differences. 

A majority of residents of t)oth small and large facilities, including large public facilities were 
reported to be able to use the toilet, get in and out of bed, feed t^iemselves and walk across the room 
without difficulty or assistance. Independent toilet use was reported for 86% of small facility residents 
and 60% of all large facility residents, including 52% of large public facility residents. The ability to feed 
oneself without the assistance of another persons was reported for 91% of small facility residents and 
72% of large facility residents, including 65% of large public facility residents. The ability to walk across 
a room without the assistance of another person (using equipment if necessary) was reported 92% of 
small facility residents and 73% of large facility residents, including 67% of large public facility residents. 
While the proportion of small facility residents reported to require personal supervision or assistance 
with bathing or dressing (43% and 37%, respectively) was considerably smaller than the proportion of 
large facility residents reported to require assistance (68% and 62%, respectively), the statistics may be 
most notable for the reported overlap of 75% in small and large facility populations in, these gross 
measures of functional abilities. In other words, while for academic purposes institution and community 
f&cility populations may be judged statistically different in functional, self-care areas, for policy purposes 
the similarities betvi/een these populations are probably at least as significant as the differences. 

5. Large facility residents were considerably less likely than small facility residents to be involved 
'at all* in instrumental activities of daily living. 

Most instrumental activities of dally living are difficult for most persons with mental retardation 
and related condittorts to perform. In four key instrumental activities (telephone use, money 
management, purchasing personal items and community travel by personal or public transportation) 
NMES confirmed this difficulty by showing less than 30% of sample to be able to perform even one of 
the four activities independently. While small facilities tended to have more residents who were judged 
Independent in the instrumental activities surveyed, a more notable difference was in the proportion of 
reskients who were not engaged at all in these activities, even with help. For example, in shopping for 
personal items, 24% of small facility residents were not involved at all either independently or with help 
as compared with 55% of large facility resklents, including 69% of large publk; facility residents, in 
getting around the community with personal or public transportatk)n, 18% of small facility rbsidents were 
not involved at all as compared with 46% of large facility residents, including 56% of large public facility 
residents. Small community facility residents were more often able to perform instrumental activities of 
daily living independently than were large facility residents. But wtien they were not, small community 
facilities were more likely than large facilities to involve residents in the activity by providing assistance 
and support 

6. Prostiietic equipment us'^d varied considerably by type of facility. 

There was wide variability in the use of various types of prosthetic equipment in facilities of 
different types. For example, coi ective lenses were wom t>y 45% of small facility residents but only 
25% of large facility residents, including 16% of large publto facility residents. Hearing aids were wom 
by 6.5% of small facility residents and 2.5% of large facility residents. In contrast, wheelchairs were 
used by 23% of large facility residents and only 5% of small facility. Special dishes, cups and/or 
utensils were used by 18% of large facility residents and 6% of small facility residents. Urinary catheters 
arKi colostomy bags were used by only an estimated 1% of resklents with no statistically significant 
difference by facility size or type. While It cannot be determined from the data provided whether the 
use of prosthetic equipment is appropriate, the magnitude of variation among different types of facilities 
is notable and coub be in part associated with organizatk)nal factors as well as personal need. 
Assessment of the appropriateness of the use of various prosthetic devices particularty those affecting 
sensory acuity, mobility, and other important aspects of independent functioning, could make an 
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important contribution to understanding the practical significance, if any, of the differences noted among 
facilities in the National Medical Expenditure Survey. 

7. Most people in mental facilities did not have jot>s for which they were paid, although there were 
major differences by the place in which people lived. 

Only 39% of residants of mental retardation facilities were reported to have jobs for which they 
were paid. Thsre was considerable variation by facility type, with 60% of small facility residents reported 
to have a paid job as compared with 30% of large facility residents, including 25% cf large public facility 
residents. Over three-quarters of residents with jobs worked in sheltered workshops. Only 7% of 
residents had jobs in which they worked with nonharKlicapped people, Supported or competitive 
employment away from the residential facility was reported for only 6% of sm* II facility residents and 
4% of large facility residents. Clearly in 1987 people with mental retardation and related conditions in 
residential settings were benefiting relatively infrequently from the growing efforts to encourage paid, 
productive activities for people with disabilities, particularly Integrated supported or competitive work. 
Efforts to improve opportunities for integrated, paid work for these populations seem needed, as do 
efforts to monitor their effects. 

8. There are more direct care full-time equivalent positions in mental retardation facilities than 
residents, more Uian 250,000 in all. 

Nationwide, there were an estimated 106 full-time equivalent direct care providers for every 100 
residents of mental retardation facilities. Ratios of direct care staff members to residents were highest 
in large public facilities (1.51 to 1). Ratios in large facilities (1.18:1) were greater than In small facilities 
(0.72:1). Ratios of staff to residents were much lower in private for profit facilities (0.61 :1) than in private 
nonprofit facilities, but much of this difference may come in foster family care homes where a single 
care provider provides care around the clock rather than in a time limited workday. With over 250,000 
full-time equivalent direct care staff positions in residential servk:es In the United States and estimated 
payroll expenditures of 5 billion dollars for staff filling those positions, clearly reskJential care is a major 
industry whose direct care work force is substantial In size and cost, and absolutely critical to its 
productive intent Yet research shows clearly that major personnel problems abound. Staff turnover 
ranges on average from 25% to 33% in institutional settings, to 50% to 75% in community settings, 
higher than virtually any industry on which statistics are maintained. Low wages and benefits, 
nontraditional work schedules and job stress all contribute. Recmitment is becoming more difflcult as 
the available pool of persoas traditionally accepting these jobs (young adults, women) shrinks and is 
also recruited by a generally increasing service sector. Training becomes increasingly important as 
community services continue to decentralize sendees away from professionally dominated and 
supen/ised sen/ices. Clearly personnel initiatives are needed to guarantee basic stability and 
effectiveness in this industry as it continues to evolve toward community-based sen/ice delivery. 

9. Total ICF-MR participation remains highly concentrated in large facilities and increasing 
proportions of large facility capacity is ICF-MR certified. 

Medicaid participation in funding residential sen/ices for persons with mental retardation was 
highly concentiated in the large facilities. About 84% of all Medicaid certified capacity (ICF-MR, SNF, 
ICF) and 84% of ICF-MR certified capacity alone was in large facilities. Generally the smaller the facility 
the lower the likelihood that K would be certified for Medicaid participation. In 1987 facilities of 800 or 
more residents had 100% of their capacity ceiiified; those with 300-799 residents were 96.6% certified; 
those with 76-299 residents were 66.9% certified; those with 16-75 residents were 31.3% certified; and 
facilities with 15 or fewer residents were 19.8% certified. Medicaid participation Is in turn associated with 
higher levels of funding, higher ratios of staff to residents and specific standards for program content 
and review. Regt^rding funding, for example, nearly half (45.4%) of ICF-MR residents but only 11.7% 
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of non-iCF-MR residents were in facilities with average daily costs of $106 or more In 1987. In the area 
of direct care staff to resident ratios, ICF-MR ratios were twice as iarge as those of noncertified facilities 
(1.33:1 vs. 0.66:1). Clearly if this society's commitment to including people with disabilities in its 
communities is to be fulfilled, larger and more comprehensive programs are needed to provide federal 
participation in community residential services delivery. 

10. Occupancy of facilities was generally high and was related to both size &r>d ICF-MR certification. 

Occupancy of mental retardation facilities was estiniated to be 90.2% of the maintained capacity 
of facilities. Small facilities reported a 94.1% occupancy. L^ge facilities reported 89.' % occupancy. 
ICF-MR certified facilities had an occupancy of 92.0%. Noncertified facilities were 87.5% occupied. 
Small ICFs-MR reported only an 89.0% occupancy, while small noncertified facilities reported that they 
were 96.5% occupied. Large ICFs-MR were 9Z5% occupied, while large noncertified facilities were only 
79.8% >ccupied. Facilities with the lowest occupancy rates were large private, noncertified facilities 
(78.7% occupied), and the very largest facilities. Facilities with 800 or more residents had by far the 
lowest rate of occupancy (66.2%). The occupancy of large mental retardation facilities with ICF-MR 
certification was not only considerably higher than noncertified facilities, it was much more likely to be 
made up of persons with mental retardation and related conditions (96% of residents of large ICFs-MR 
and 75% of residents of other large facilities). While considerable attention has been given to the 
problems in the quality of programs in ICF-MR institutions in recent years, the quality of care in large 
noncertified facilities should to be of equal or greater concern. With low occupancy, low staff to 
resident ratios (0.7:1 vs. 1.4:1 in large ICFs-MR), low per diem payments (19% at $81 a day or more 
vs. 70.5% of large ICFs-MR) and low federal involvement in program requirements and program 
monitoring, there seems reason to suspect that increased attention to the quality of these facilities is 
warranted. 
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